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ABSTRACT
Research has shown having a child with autism spectrum disorder (ASD) can affect
families in many ways (Brace, 2009; DeGrace, 2004; Fantaroni, 2012). The primary types of
impact include family relationship (spousal and sibling relationships), finances, and access to
resources and services to assist with caring for the social, emotional and academic development
of a child with autism (Grindle & Remington, 2014; Harper et al., 2013; Koydemir & Tosun,
2009; Ludlow, Skelly, & Rohleder, 2011; Montes & Cianca, 2014). While extensive studies have
shown similar findings of the impact of autism on family quality of life in America and other
places in the world, such as Africa, East of England and London, Jamaica, Toronto and Turkey,
limited research has shown the impact of autism on family quality of life in The Bahamas. This
study expands those findings and identifies parent perceptions of the quality of life for a family
raising a child or children with ASD in The Bahamas.
The purpose of this study was to identify parent perceptions of the quality of life for a
family raising a child with autism spectrum disorder (ASD) in The Bahamas. This study
employed the Beach Center on Disability (2006) Family Quality of Life Survey to collect data
from a purposive and chain sample of 56 parents raising a child with autism spectrum disorder in
The Bahamas. The data from the survey were statistically analyzed using descriptive statistics
such as means, standard deviations, skewness, kurtosis, and correlation, inferential statistics such
as multiple regression, and coding for the four open-ended questions.
The results of this study revealed the family quality of life for parents raising a child with
ASD in The Bahamas was overall satisfactory with family interactions, parenting, and
vii

physical/material well-being being the areas of most satisfied, while emotional well-being and
disability-related support were the least satisfied. The predictors for parenting, and emotional
well-being were statistically significant for severity level, and educational level, respectively.
The predictors for parenting a child with mild (p = 0.01) or moderate (p = 0.05) autism were
higher than raising a child with severe autism. The predictor for emotional well-being for
families with mother/guardian’s education level of a bachelor’s degree was the highest predictor
and was statistically significant (p = 0.02). However, the predictor for emotional well-being for
families with father/guardian’s education level of a bachelor’s degree was lower than
father/guardian’s education level of a graduate/professional degree, which was statistically
significant (p = .03).
The correlation analysis revealed there was a positive and strong relationship between
family interactions and physical/material well-being (p = .0003), and a positive and strong
relationship between physical/material well-being and disability-related support (p = .0001).
Emotional well-being and disability-related support had a positive and strong relationship (p =
.0001), and emotional well-being and physical/material well-being also had a positive and strong
relationship (p = .0001).
Educational workshop was identified as the dominant resource, but many indicated the
lack of available resources. Evidence-based interventions (applied behavior analysis, speech
therapy, occupational therapy) were identified as intervention/therapy services received, but most
indicated the lack of available intervention/therapy, financial distress paying for these services,
and dissatisfaction seeking resources and intervention services for their child with ASD.
This study was significant as it highlighted and added to the knowledge relevant to parent
perceptions of family quality of life raising a child with ASD. Identifying these perceptions
viii

would be useful toward improving services for families of children with ASD in The Bahamas.
In addition, information gathered would assist in further development of effective programming
initiatives specific for this population.
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Chapter 1
Introduction
Autism Spectrum Disorder (ASD) is a neurodevelopmental condition that typically
becomes noticeable before three years of age and is associated with social impairment,
language/communication impairment, and restricted interests/repetitive patterns of behavior
(DSM Psychiatry Online, 2017). The updated Diagnostic Statistical Manual of Mental Disorders
V made some changes in the diagnostic criteria for autism. The new classification system
eliminates the previously separate subcategories on the autism spectrum, including Asperger
syndrome, Pervasive Developmental Disorder – Not otherwise specified (PDD-NOS), childhood
disintegrative disorder, and autistic disorder. Those subcategories were included under the broad
term of Autism Spectrum Disorder. Instead of three domains of autism symptoms (social
impairment, language/communication impairment, and repetitive/restricted behaviors) two
categories will be used: social communication impairment, and restricted interests/repetitive
behaviors (DSM Psychiatry Online, 2017).
Under the Diagnostic Statistical Manual of Mental Disorders-IV, a person qualified for
an ASD diagnosis by exhibiting at least six of twelve deficits in social interaction,
communication and at least two symptoms in the category of restricted range of
activities/repetitive behaviors. Within the second category, a new symptom will be included:
hyper or hypo-reactivity to sensory input or unusual interests in sensory aspects of the
environment. Symptoms can currently be present or reported in the past. In addition to the
1

diagnosis, each person evaluated will also be described in terms of any known genetic cause
(e.g., fragile X disability, depression, and GI problem (gastrointestinal). A new category called
social communication disorder (SCD) was also added. This will allow for a diagnosis of
disabilities in social communication without the presence of repetitive behavior (DSM
Psychiatry Online, 2017).
Individuals who currently have a diagnosis on the autism spectrum, including Asperger
syndrome or PDD-NOS will not lose their ASD diagnosis. They should be entitled to appropriate
interventions for the rest of their life. No one should be re-evaluated or “lose their diagnosis”
(DSM Psychiatry Online, 2017).
According to several studies, raising a child with ASD can affect family quality of life,
lead to extraordinary economic costs, and create stress emotionally and socially for families
(Brace, 2009; DeGrace, 2004; Fletcher, Markous, & Bryden, 2012). Many families struggle with
the stigma of the diagnosis; some have a difficult time coping emotionally, and some experience
spousal distress and other family challenges (Bitsika & Sharpley, 2004; Naseef, 2001). Couples’
relationships can become strained which can lead to separation or divorce (Naseef, 2001).
Siblings in the family are also impacted and may feel neglected or lack attention from their
parents. They must also learn how to communicate and relate to their sibling affected by ASD.
Additionally, family finances may be negatively impacted (Fletcher, et al., 2012; Harper et al.,
2013; Hock, Timm & Ramisch, 2012; Montes & Cianca, 2014). Overall, autism can affect
family quality of life in relation to family interactions, emotional well-being, finances, and
providing intervention and therapies for a child or children affected by autism (Fletcher, et al.,
2012; Montes & Cianca, 2014).
Statement of the Problem
2

Numerous studies have been conducted in the USA and other countries on the quality of
life for families raising a child with autism (Bitsika & Sharpley, 2004; Brace, 2009; Greeff &
van der Walt, 2010; Harper, Dyches, Harper, Roper, & South, 2013; Hutton & Caron, 2005;
Koydemir & Tosun, 2009; Ludlow, Skelly, & Rohleder, 2011; Pisula, 2007; Schlebush, Dada, &
Samuels, 2017). While research indicates that families struggle with the emotional, social and
economic effects of ASD, there have been limited studies on parent perceptions of quality of life
for a family caring for a child with ASD in The Bahamas. This is even more important as the
country also has a growing population of families raising a child with ASD (Moss, 2017).
Purpose of the Study
The purpose of this study was to identify parent perceptions of the quality of life for
a family raising a child with autism spectrum disorder (ASD) in The Bahamas. While there are
no statistical data of the number of children diagnosed with ASD in The Bahamas, there is a
growing increase of this population in The Bahamas. According to Dr. Michelle Major, a
psychologist in The Bahamas who specializes in assessment and diagnosis of children with
autism, she diagnoses at least three children with autism about once a week (Moss, 2017). Due
to the lack of research on parent perceptions of the quality of life for a family raising a child with
ASD in The Bahamas, this study will add to the knowledge base in the adult education field.
The findings will allow the opportunity to design, develop, and implement educational programs
and training for parents of children with autism. Adult education programs for this population are
limited, particularly in The Bahamas. Further, the results from this study would help to
recognize the needs and service requirements of these families. The study may also inform
practitioners and policy makers seeking to implement appropriate programs and services
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necessary to help families of children with autism in The Bahamas, which can enhance the
FQOL of these families.
Research Design
This study utilized a correlational design using the Family Quality of Life Scale (Beach
Center on Disability, 2006). The five subscales of the instrument measured family interaction,
parenting, emotional well-being, physical/material well-being, and disability-related support.
Further, four open-ended questions developed for this study were asked to gather more in-depth
information about the types of resources and intervention/therapy services the family receives to
support a child with ASD, how the family may be impacted by paying for those services, and
what their experiences were when seeking those resources and interventions for their child. The
open-ended questions are: (1) What kinds of resources do you receive to support your child with
ASD? (2) What types of interventions/therapy services do you receive to support your child with
ASD? (3) In what ways has your family been impacted by paying for therapy services for your
child with ASD? (4) What have been your experiences seeking resources or interventions
services for your child?
Research Questions
Survey responses and open-ended questions were analyzed in relation to the following
research questions:
1. What are parent perceived quality of life indicators for families raising a child with autism
spectrum disorder (ASD) in The Bahamas?
2. What is the relation between parent perceived quality of life for families raising a child with
ASD and the following variables: family status (parent marital status), diagnosis of ASD

4

(level of severity, mild, moderate or severe), family socioeconomic status (family income),
gender of child, and parent educational background?
3. What is the relation between parent perceptions of physical/material well-being and family
interactions?
4. What is the relation between parent perceptions of physical/material well-being and disability
related support?
5. What are parent perceptions of the resource services received by families raising a child with
ASD in The Bahamas?
6. What are parent perceptions of the intervention/therapy services received by children with
ASD in The Bahamas?
7. How have families in The Bahamas been impacted by paying for services for their child with
ASD?
8. How do parents of a child with ASD describe their experiences seeking resources or
intervention services for their child and/or family in The Bahamas?
Conceptual Framework
The conceptual framework for this study was adapted from the Beach Center on
Disability (2006) model of family quality of life. The Beach Center Family Quality of Life scale
was developed from a grounded theory where qualitative studies were conducted to identify
perceptions of families of children and youth with disabilities about the meaning of family
quality of life (Poston, Turnbull, Park, Mannan, Marquis, & Wang, 2003).
Family Quality of Life (FQOL) is defined as “the conditions where the family’s needs are
met, and family members enjoy their life together as a family and have the chance to do things
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which are important to them” (Park, Hoffman, Marquis, Turnbull, Poston, Mannan, & Nelson,
2003, p. 368). It is conceptualized as a multidimensional construct that can be measured by

Family Interactions

Parenting

FAMILY
QUALITY
OF LIFE

Physical/Material Well-being

Disability-related Support

Emotional Well-being

Figure 1. Conceptual framework adapted from Beach Center on Disability (2006) Family
Quality of Life Scale
indicators that are common to all families, with emphasis on studying perspectives and dynamics
of the family unit (Zuna, Summers, Turnbull, Hu, & Xu, 2010). The subdomains of Family
Quality of Life are perceived as common aspects that are assumptions or truths applicable to all
families across cultures (Schalock & Verdugo, 2014).
Existing literature has identified several factors or dimensions that contributed to family
quality of life, particularly for a family with a child with disability. Some common factors that
have been identified relate to family interactions, parenting, emotional well-being,
physical/material well-being, and disability-related support (Poston et al., 2003).
Definition of Terms
For the purposes of this study, the following definitions of terms were used.
Autism Spectrum Disorder (ASD) - a set of neurodevelopmental conditions that typically
becomes noticeable before three years of age and is associated with social impairment,
6

language/communication impairment, and restricted interests/repetitive patterns of behavior. It
includes the former diagnosis of Asperger’s, Pervasive Developmental Disorder – Not Otherwise
Specified, childhood disintegrative disorder, and autistic disorder (DSM Psychiatry Online,
2017).
Bronfenbrenner’s Ecological Theory – Focuses on the development of an individual and
how that individual’s interaction with his/her environment impacts individual development. The
theory consists of five environmental levels: the microsystem, the mesosystem, the exosystem,
the macrosystem, and the chronosystem – with each level impacting differently the development
of each person (Bronfenbrenner, 1979).
Family – A household consisting of father and/or mother with children by birth, adoption,
or marriage; or non-traditional family structures including grandparents with grandchildren
(American Heritage Dictionary of the English Language, 2011).
Family Quality of Life – Operationally defined and measured by the following factors:
family interaction, parenting, emotional well-being, financial stability, and disability-related
support using the Beach Center Family Quality of Life (FQOL) Scale (Beach Center on
Disability, 2006).
Interventions – Any therapies or services received to help the child with ASD. For
example, applied behavior analysis, speech therapy, occupational therapy, floor time therapy, or
other types of interventions to help improve the communication and social skills of a child with
autism. (Autism Speaks, 2017)
Mezirow Perspective Transformative Learning Theory – a learning process of making
meaning of one’s experience which involves questioning what one knows and examining how
one thinks about something. It involves a heightened level of awareness of one’s beliefs and
7

feelings, a critique of assumptions and stance, an assessment of a differing view or perspective,
and deciding to forgo the old view and embracing the new view or perspective (Mezirow, 1991).
Parent – A father or mother, grandparent, or legal guardian, including relationships by
birth, adoption, marriage to a child’s parent (i.e., stepparent relationships), or marriage to a
parent (i.e., in-law relationships) (Burton’s Legal Thesaurus, 2007; Smith, 2017).
Perception – The experiences of the parents caring for a family (Random House
Kernerman Webster’s College Dictionary, 2010)
Pervasive Developmental Disorder – Not Otherwise Specified (PDD-NOS) – A diagnosis
for persons who have one or two characteristics of ASD, but do not fall in the category of autism
or Asperger’s (DSM Psychiatry Online, 2017).
Resources – Educational information, or materials about the characteristics of autism, and
strategies to help a child with autism improve communication and social skills (Autism Speaks,
2017).
Significance of the Study
The purpose of this study was to identify parent perceptions of the quality of life for a
family raising a child with autism spectrum disorder in The Bahamas. According to the United
States Centers for Disease Control and Prevention (2017), 1 in 68 is diagnosed with autism
spectrum disorder. While there are no statistical data on the number of children or individuals
diagnosed with ASD in The Bahamas, there is a growing increase in this population in The
Bahamas. According to Dr. Michelle Major, a psychologist in The Bahamas who specializes in
assessment and diagnosis of children with autism, at least three children with autism are
diagnosed each week in her practice (Moss, 2017). Due to the continuing increased rate of
autism among families in The Bahamas, the lack of research to identify parent perceptions of the
8

quality of life for a family raising a child with ASD in The Bahamas and having a child of my
own with autism have propelled me to explore studies in this area. Further, the results from this
study may help in developing educational and training programs for parents and families of
children with ASD (an underserved area in adult education) and sponsorship from the
government. It is also hoped it would help the Bahamian government make informed decisions
to help this population in The Bahamas regarding educational and intervention services for
families.
Delimitations
This study only surveyed parents of children with autism in The Bahamas. The only
individuals eligible to participate in this study were those identified as a parent with a child
diagnosed or having symptoms and characteristics of autism and living in The Bahamas. The
study was not opened to parents of children with autism in any other countries.
Summary and Organization of the Study
Chapter 1 provided an introduction and background information about autism spectrum
disorder, the problem and purpose of the study, the research design and conceptual framework,
definitions, delimitations, and significance of the study. Chapter 2 includes a comprehensive
review and evaluation of the literature. Chapter 3 explains the methodology of the study which
includes the research questions, population and sample, instrumentation, data collection, ethical
consideration, and data analysis. Chapter 4 provides the results of the statistical analysis, and
finally, Chapter 5 includes the discussion of the findings, along with implications and
recommendations based on the analyzed results.
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Chapter 2
Review of Literature
The purpose of this study was to identify parent perceptions of quality of life for a family
raising a child with autism spectrum disorder (ASD) in The Bahamas. The review of the
literature is organized in the following sections: background information on autism spectrum
disorder, family quality of life, emotional well-being, family interactions, physical/material wellbeing, disability related supports, foundational theories that address family quality of life, and a
chapter summary.
Approach used to identify relevant literature. The literature review for this study was
conducted reviewing various articles, chapters, books, theses and dissertations in different fields
of study that focused on parents raising a child with ASD. Some of the journals that were
helpful were Journal of Intellectual Disability Research, Journal of Autism Research, Focus on
Autism and Other Developmental Disabilities, Journal of Health Psychology, Journal of
Education and Training in Autism and Developmental Disabilities, Journal of Counseling and
Therapy for Couples and Family, and Journal of Marriage and Family. Some of the fields
searched were psychology, medical, special education, and adult education. The databases used
were Academic Search Premier, EBSCO, ERIC, Google Scholar, JSTOR, and SAGE. Even
though the Adult Education Quarterly is one of the journals for the adult education field, it was
not as helpful as some of the other journals because nothing was found related to the purpose of
the study. However, some adult education information obtained from text books and an online
10

center helped with one of the theories. Parent perceptions of raising a child with autism
spectrum disorder (ASD) and designing training programs for parents and families of children
with ASD are relatively new areas for the adult education field, and the findings from this study
can add to the knowledge base of the adult education field.
Background Information on Autism Spectrum Disorders
Previous research has shown having a child with autism can affect families in many ways
(Brace, 2009; DeGrace, 2004; Fantaroni, 2012). The primary types of impact include spousal
relationship, sibling relationships, finances, and access to resources and services to assist with
caring for and the social, emotional and academic development of a child with autism (Grindle &
Remington, 2014; Harper et al., 2013; Koydemir & Tosun, 2009; Ludlow, Skelly, & Rohleder,
2011; Montes & Cianca, 2014). While extensive studies have shown similar findings of the
impact of autism on family quality of life in America and other places in the world, such as
Africa, East of England and London, Jamaica, Toronto and Turkey, limited research has shown
the impact of autism on family quality of life in The Bahamas. This study expands those
findings and identifies parent perceptions of the quality of life for a family having a child or
children with ASD in The Bahamas.
Autism is a neurodevelopmental disorder that affects the social and communication
abilities of individuals diagnosed with Autism Spectrum Disorders (ASD) and causes unusual
restricted and repetitive behaviors (American Psychiatric Association, 2017). ASD is growing
rapidly in the United States with 1 in 150 children identified with ASD in 2000 to 1 in 68 in 2010
(United States Centers for Disease Control and Prevention, 2017). Many individuals with ASD
have similar traits but are affected differently because the diagnosis is on a continuum, meaning
that there is a wide range from mild to severe. Therefore, autism is a heterogeneous condition,
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and no two individuals with autism are the same (Lord, Cook, Leventhal, & Amara, 2000).
Children with autism think differently from children without autism because of their
communication deficit; hence, they learn and behave differently (Lord et al., 2000). While there
is considerable research conducted on the symptoms of autism and interventions, there is limited
research on parent perceptions of quality of life for a family having a child with ASD,
particularly in The Bahamas.
Current Support for Families with Children with Autism in The Bahamas
Presently, there are limited government services and supports for families of children
with autism in The Bahamas. Several non-profit organizations such as REACH, and Families on
the Spectrum Bahamas have been trying to partner with the Bahamian government to develop an
early intervention program for young children with autism and provide educational services in
the public schools (D. Fawkes, educator and Bahamian parent of a child with ASD, personal
communication, July 4, 2017). To date, there are two public elementary schools with one class
at each school that offer services to children with autism, and one public high school that has one
class that offers educational services for students with autism (D. Fawkes, personal
communication, July 4,2017). Due to the increased number of children being diagnosed with
autism in The Bahamas (Moss, 2017), the three classes mentioned are not able to effectively
service the great demand and needs of children with ASD. Additionally, the classes consist of
students with various levels of severity of ASD and ages, and there is no individual educational
plan for each student (D. Fawkes, personal communication, July 4, 2017). There are several
private schools that offer educational services to children with ASD, but the schools are very
costly, and many families cannot afford to send their child to those schools.
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Several years ago, the former government had a ground-breaking ceremony on several
acres of land for a $15-$20 million-dollar multi-service center for adults with developmental
disabilities, including ASD (Nassau Guardian, 2015). The construction was scheduled to begin
at the end of 2015 and should have been completed before the May 2017 general election.
However, a new government was elected, and that project has been halted. Parents and families
of children and loved ones with autism in The Bahamas have expressed their frustration and
challenges about the lack of intervention services for their child/children (D. Fawkes, personal
communication, July 7, 2017). REACH, a non-profit organization for families of children with
ASD in Nassau, Bahamas, held several training workshops for parents and families of children
with ASD, but with limited funding from private companies and citizens of The Bahamas, they
can only do so much (REACH Organization, 2017). Several months ago, Families on the
Spectrum Bahamas, a non-profit organization, had launched an initiative to gather signatures
from parents, families and friends of children with ASD for a petition for the Bahamian
government to provide educational services and resources to meet the needs of children with
ASD (Change. org, 2017). Since that initiative, discussions were held with government officials,
but actions have been moving slowly, and families are still waiting for some relief to their plight
(D. Fawkes, personal communication, July 4, 2017).
Family Quality of Life
Family quality of life is defined as “the condition where the family’s needs are met, and
family members enjoy their life together as a family and have the chance to do things which are
important to them” (Park et al., 2003, p. 368).
Family quality of life (FQOL) is conceptualized as a multidimensional construct that can
be measured by indicators that are common among all families with emphasis on perceptions and
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the family unit dynamics (Zuna et al., 2010). Family quality of life comprises family satisfaction
with both internal dynamics, such as interconnected family interaction, and external dynamics
and resources, such as the accessibility of formal or informal supports (Gardiner & Iarocci,
2015). Additionally, the domains of FQOL (family interactions, emotional well-being,
parenting, physical/material well-being) are considered to have general properties that are
viewed as assumptions or truths which are applicable to all families across cultures (Schalock &
Verdugo, 2014).
However, raising a child with a disability, specifically autism, can affect family quality of
life differently for a family than a family raising a child without a disability, specifically autism.
For example, financial stress experienced by families can be further exacerbated by the cost of
raising a child with a disability (Anderson, Dumont, Jacobs, & Azzaria, 2007) and the possible
loss of employment opportunities related with caring for a child with a disability (Maul &
Singer, 2009).
Findings of various studies suggested family income and family employment have a
significant association with FQOL (Hu, Wang, & Fei, 2012; Mas, Baqués, Balcells-Balcells,
Dalmau, Giné, Gràcia, & Vilaseca, 2016; Meral, Cavkaytar, Turnbull, & Wang, 2013; Wang,
Turnbull, Summers, Little, Poston, Mannan, & Turnbull, 2004). Regarding family type, some
research found two-parent families indicated a higher FQOL compared to single-parent families
(Gine, Gracia, Vilaseca, Beltram, Balcells-Balcells, Montala, & Mestre, 2015). Some studies
also found the level of severity of a child’s disability negatively influenced FQOL (BalcellsBalcells, Giné, Guàrdia-Olmos, & Summers, 2011; Hu et al., 2012; Schertz, Karni-Visel, Tamir,
Genizi, & Roth, 2016; Wang et al., 2004). However, some studies did not find significant
associations between the level of severity of disability and FQOL (Gine et al., 2015).
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Emotional Well-being: Grief Process, Anxiety and Depression
Many families struggled with the stigma of the diagnosis of autism for their child and, as
a result, experienced grief, anxiety and depression (Bitsika & Sharpley, 2004; Hutton & Caron,
2005; Koydemir & Tosun, 2009; Naseef, 2001). The Koydemir and Tosun (2009) study
investigated the impact of having a child with autism on the lives of ten Turkish mothers. The
Turkish mothers expressed feelings of sadness, denial and shock when their child was first
diagnosed. Similarly, 21 parents of children with autism in rural New England stated they were
sad and shocked, while one or two were in denial and did not accept the diagnosis (Hutton &
Caron, 2005). Naseef (2001) also spoke about his personal experience of grieving when his son
was diagnosed with autism. In his publication Special Children, Challenged Parents, he spoke
candidly of how he felt and about the stress and depression he experienced while trying to find
ways to help his son become as “normal” as possible, or become what he dreamed he wanted, or
expected, him to be. Naseef (2001) eventually received counseling to help him cope and relieve
the stress and anxiety he experienced.
Another study by Bitsika and Sharpley (2004) also revealed some of the stress and
anxiety parents experienced having a child with autism. A sample of 107 parents of children
with autism were surveyed to determine their level of anxiety and depression. The results
revealed over 90% of parents were unable to effectively manage their child’s behavior. Almost
50% of the parents were seriously anxious, and about two-thirds were clinically depressed.
Some of the determining factors that showed significant differences between parents with high
versus low levels of anxiety and depression included access to family support, parents’ level of
expertise in managing the behavioral challenges of a child with autism, and the health of the
parents.
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Family Interactions: Spousal Relationship and Sibling Relationship
The impact of autism on spousal relationship was identified as a predictor for marital
dissatisfaction while caring for a child with autism (Harper et al., 2013; Hock et al., 2012; Rao &
Beidel, 2009; Rizk, Pizur-Barnekow & Darragh, 2014). Harper et al. (2013) surveyed 101
mother-father heterosexual dyads that were together raising a child with an autism spectrum
disorder. The survey data included information about respite care (relief for the parents), the
quality of the marital relationship, and daily challenges and improvements. The results indicated
several hours of respite care positively affected the improved quality of the marital relationship
for both husbands and wives. The daily stresses negatively affected the marital relationship.
However, more respite care increased improvements in the relationship and reduced stress. The
findings further indicated the more relief or break the parents received correlated with improved
marital relations. More stress correlated with decreased quality of the marital relationship.
Additionally, more children in the home, in addition to the child with autism, caused more stress
on the marital relationship.
Using a grounded theory to guide data collection and analysis, Hock et al. (2012)
interviewed nineteen couples (n=19) and one wife about the impact of caring for a child with
ASD on the marital relationship. The participants were asked how their family was strengthened
or challenged by having a child with autism. The data were analyzed through coding with the
emergence of three themes: (1) ASD crucible (2) tag team and (3) deeper intimacy and
commitment. The ASD crucible revealed the stress the parents experienced because of caring
for their child with ASD. Their relationship either got better or worse; stronger or weaker. They
experienced numerous demands that impacted their finances, emotional and physical disposition.
The tag team described how the couple worked together to help their child by taking turns either
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caring for the child or doing whatever was needed for the child. However, just focusing only on
the needs of the child negatively affected the couple’s relationship. Deeper intimacy and
commitment described how the couple revitalized their relationship. They realized the lack of
intimacy and happiness in the tag team and began to work toward improving their relationship by
spending time with each other. They were able to do this by allowing family members and
friends to help with respite. The findings revealed the parents experienced a great amount of
stress, which affected their marital relationship to the extent where there were thoughts of
separation and divorce. However, they worked together to help raise their child, regardless of
the stress on the marriage and family. Eventually, this brought them together for deeper
intimacy and commitment.
Even having a child with high functioning autism (HFA) does not reduce the stress levels
or cause any less impact on the family. A study conducted by Rao and Beidel (2009) showed
parents with children with HFA scored significantly higher than parents of children without HFA
regarding stress. The purpose of the study was to investigate the impact of children with HFA on
parental stress, sibling adjustments and family functioning in comparison to parents of children
with no disorder. A sample of 15 parents with children with HFA and 15 parents of children
with no disorder was selected. Additional attention was given to how closely the parents of
children with no disorder resembled the parents of the children with HFA regarding age, IQ,
race, family’s income, and parents’ age. Parents of the children with HFA were interviewed with
the Autism Diagnostic Interview-Revised (ADI-R; Rutter & LeCourteur, 1995). The children
had to meet the diagnostic criteria for autism or on all three subscales of impairment on the ADIR: Language and communication, social interaction, restrictive interest and repetitive behavior,
as well as a developmental delay before the age of 3 years. Parents of typical developing children
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were interviewed with the Anxiety Disorders Interview Schedule for children (ADI-C/P;
Silverman & Albano, 1996) to determine that the child was free of mental disorders. Parents of
children under the age of 12 completed the Parenting Stress Index (Abidin, 1995), which has
three subscales: parental distress, parent-child dysfunctional interactions, and child
characteristics that make the child difficult to manage. Parents of adolescents between the age of
12 to 18 years completed the Stress Index for parents of adolescents (Sheras, Abidin, & Konaold,
1998), the section for the adolescent form of the parenting stress index. Findings showed parents
with children with HFA scored higher than the parents of children without HFA regarding stress.
For family functioning, the parents with children with HFA scored lower than the families with
children without HFA. The results indicated increased level of stress and compromised family
functioning in families with children with HFA than in families of children with no
psychological disorder. Further, findings indicated higher intellectual functioning does not
appear to compensate for, nor ameliorate, the behavioral problems associated with ASD.
Similarly, a study conducted by Rudd (2016) examined the positive parenting perceptions
of the stressor (their child’s autism spectrum disorder diagnosis) and how it affected the
relationship between parenting stress and family adaptation. For this study, positive perceptions
were defined as the parent’s cognitive beliefs about his/her child with an ASD as being a positive
contributor to their family. This was further defined as a source of fulfillment and happiness,
source of personal growth, closeness and strength. The research question asked, do positive
parental perceptions of the child function as a moderator between parental stress and the family’s
overall functioning? Sixty-nine parents attending support groups for their child with ASD
participated in the study. However, only 66 returned their questionnaires with signed consent
forms. The Parental Stress scale and Kansas Inventory of Parental Perceptions (KIPP) were used
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in the study. The Parental Stress scale was designed to measure parental perception of stress
using 18 items that identified anxiety, guilt, role satisfaction, and the experience of being a
parent as rewarding by looking at intimacy and satisfaction with the child (Berry & Jones, 1995).
According to Rudd (2013), the Kansas Inventory of Parental Perceptions (KIPP) was designed to
measure the parental perceptions of parents of children with special needs. The KIPP consists of
four domains: positive contributions, social comparisons, causal attributions, and
mastery/control. However, for this study, only the positive contributions subscale was used since
it was identifying positive perceptions. The areas of the subscale are happiness and love, family
strength and closeness, personal growth and maturity, pride and cooperation, and learning
through experience with special problems in life. Three of the subscales used to identify parent
positive perceptions were viewing their child as a source of happiness and fulfillment, family
strength and closeness, and personal growth.
The data were analyzed using correlations between the variables. The results indicated
there was no significant relationship between parent stress and severity of the child’s diagnosis,
which implied there was no difference with the severity of the child’s condition on the stress of
the parent. There was a statistically significant negative correlation between parent stress and
happiness, and parent stress and closeness. In other words, the higher the parents ‘stress’, the
less happiness they experienced, and vice versa. Also, the more stress the parents experienced,
the less closeness they experienced, and vice versa. There was also a statistically significant
negative correlation between parent stress and personal growth. The lower the parents’ stress,
the higher their positive perception, and vice versa. There was a significant positive correlation
between happiness and family functioning and between closeness and family functioning.
Parenting stress among parents of children with ASD was found to be high. This study found
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that severity of the child’s ASD was not a significant variable associated with parenting stress.
The study by Rao and Beidel (2009) also showed there was no difference in stress level of
parents due to the severity of the child’s diagnosis, even if the child exhibited milder ASD
characteristics. Caring for a child with ASD can cause great stress and strain on the family and
impact spousal relationship as mentioned in the research conducted (Hock et al., 2012; Rao &
Beidel, 2009).
Sibling relationship was another aspect of the family impacted by having a child with
autism in the family (Harper et al., 2013; Hutton & Caron, 2005; Rao & Beidel, 2009). Siblings
in the family were either jealous because a lot of time was spent caring for the child with autism
or were sad for having a sibling with autism (DeGrace, 2004). Some learned about their
sibling’s diagnosis and tried to be understanding toward their sibling with ASD (Harper et al.,
2013; Hutton & Caron, 2005). Psychological adjustment difficulties were also experienced by
some siblings (Grindle & Remington, 2014). However, a study by Rao and Beidel (2009)
showed there were no significant differences in sibling adjustment between siblings of children
with high functioning autism and siblings of children without any disorder. Other studies
showed siblings were impacted by having a child with autism in the family (Harper et al, 2013;
Hutton & Caron, 2005; Rao & Beidel, 2009).
Physical/Material Well-being: Family Finances
Family finance was another area impacted by having a child with ASD (Fletcher,
Markous & Bryden, 2012; Koydemir & Tosun, 2009; Ludlow, Skelly, & Rohleder, 2011).
Fletcher et al. (2012) examined the lived experiences of eight mothers of children diagnosed with
an autism spectrum disorder (ASD). The mothers were married (n=7) or in a common-law
marriage (n=1). Semi-structured one-on-one interviews were conducted where the mothers
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shared the costs and benefits of caring for a child with an ASD. The findings indicated the
mothers experienced major costs for treatment for the child.
Parents experienced financial issues in having to pay for the cost of treatments or leaving
a job to stay at home to care for their child (Koydemir & Tosun, 2009; Ludlow, Skelly, &
Rohleder, 2011). The study conducted by Koydemir and Tosun (2009) investigated the impact
of having a child with autism on the lives of ten Turkish mothers. They experienced stress due
to financial issues, demands of caring for the child, and reported suspending or not completing a
career because they needed to care for their child. Ludlow, Skelly, & Rohleder (2011) also
found parents experienced financial distress caring for a child with autism. Their study
examined the challenges experienced by 20 parents of children diagnosed with autism spectrum
diagnosis (ASD) from towns and cities in the East of England and London. The participants
were recruited through parent support groups and convenience and snowball sampling. The
parents were individually interviewed where they explained the difficulties or challenges
experienced having a child with ASD, what made things easier, and what helped them cope with
the challenges and difficulties faced as a parent of a child with ASD. Some parents expressed
lack of resources or support from external organizations, while some indicated they did not
receive any support. Those who had more money had more access to resources. Some parents
had to change jobs or stayed at home to care for their child because of the demand of care the
child needed and the lack of baby-sitter or child care.
Several studies looked at parents’ socioeconomic status (SES) to determine whether it
played a role in the impact of autism on the family. It showed that parents with higher SES
could provide more therapies or services for their child, while other parents with lower SES had
limited or no access to intervention or services for their child (Hutton & Caron, 2005; Ludlow,
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Skelly, & Rohleder, 2011). Having a child with autism affected family finances and can cause a
financial strain on families as shown in the previous research conducted.
Disability Related Support: Access to Resources and Services
Lack of access or limited access to resources or services was indicated as another variable
of impact on the family caring for a child with autism (DeGrace, 2004; Fantaroni, 2012; Hutton
& Caron, 2005). While some families had access to services, many did not (Ludlow, Skelly, &
Rohleder, 2011; Pisula, 2007). Hutton and Caron (2005) interviewed 21 families with children
who were diagnosed with autism in a rural New England State. The primary caregiver of the
child with autism was interviewed about the impact of autism on the family and access to
intervention services. The results revealed many of the parents reported they had no challenges
gaining access to services once their child had a diagnosis with autism. However, some parents
were put on a waiting list and experienced difficulties receiving services in the area where they
lived. In another study by Ludlow, Skelly, and Rohleder (2011), 20 parents of children
diagnosed with ASD from towns and cities in the east of England and London shared the
challenges they experienced finding support for their child. They expressed exhaustion with
little support, lack of resources or support from external organizations, or no support at all. Those
who had more money had more access to resources. The findings from research done by
Fantaroni (2012) also showed parents who sought out assistance from the community received
more support than parents who did not seek help from the community.
Parents also faced obstacles and experienced challenges with the educational system
(Brace, 2009; Montes & Cianca, 2014; Pisula, 2007). The study conducted by Brace (2009)
examined the lived experience of three diverse caregivers (African-American, Caucasian, and
Hispanic) of children with autism spectrum disorders (ASD). Using narrative inquiry,
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participants expressed the stress experienced and coping strategies used while caring for a child
with ASD. The findings revealed three parents faced obstacles with the educational system
about helping their child with ASD. Similarly, insufficient care and support systems for children
in Poland were also found in a study conducted by Pisula (2007). The purpose of this study was
to determine the stress in mothers whose children have autism and to compare it with the stress
of mothers whose children have Down syndrome. Twenty-five mothers of children with autism
and 25 mothers of children with Down syndrome from a large city in Poland participated in the
study. The mothers of children with autism presented higher levels of stress than the mothers of
children with Down syndrome. The mothers of children with autism indicated that insufficient
care and support systems for children in Poland contributed to their stress level while caring for
their child.
Additionally, Montes and Cianca (2014) examined the family burden of raising a child
with autism spectrum disorders (ASD) in America. With a review of the literature of studies
conducted in the USA, the authors found the family burden of raising a child with ASD
increased and parents exhibited higher levels of stress and anxiety than other parents. It further
revealed parents experienced challenges receiving services for their child with ASD. The parents
expressed burden working with the educational system and limited access to childcare, afterschool care and community activities.
Maintaining Balance in Work, Home and Social Life
Depending on the severity of the diagnosis of autism, many families had to adjust their
family life. One parent may have to stay at home to care for the child with autism. Naseef
(2001) indicated he and his wife adjusted their work schedule to ensure one of them was home
with the children, particularly his son with autism. Social life can also be challenging for parents
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of a child with autism because they spend a lot of time caring for that child, and most of their
time is absorbed trying to help their child. Naseef (2001) shared that he was so immersed in
trying to help his son, he became emotionally distressed and needed to see a counselor to help
him cope. Another parent indicated she went to bed with her son on her mind, woke up with him
on her mind, and went to work with him on her mind (D. Fawkes, personal communication,
2017). Even going out socially with the child can be a challenge for parents because of the way
the child may behave and negative reactions from the public (Naseef, 2001).
Numerous studies revealed families of children with autism exhibited resilience in
various ways. Some of the ways reported were family connectedness and closeness, making
positive meaning of the disability, spiritual and personal growth, and a supportive family
environment (Bayat, 2007; Greeff & van der Walt, 2010). Bayat (2007) surveyed 175 parents
and other primary caregivers of a child with autism, aged between 2 and 18 years, to identify
factors of family resilience in the families of children with autism. The findings revealed the
resilience processes found were unity and closeness as a family, positive meaning of the
disability, greater appreciation in life and other people, and spiritual strength. Another study
conducted by Greeff and van der Walt (2010) with 34 families in Western Cape, South Africa
showed similar findings as Bayat (2007). The families were more open and exhibited better
communication, supportive family environment, including commitment and flexibility, internal
and external coping strategies, positive outlook on life, and family belief systems. Nassef (2001)
spoke about his experience coping with raising his son with autism. He shared that he learned
from the other parents who were working through various griefs and becoming hopeful, strong,
sensitive, and proud. Even though there were challenges and difficulties, he said he could adjust
and live a relatively normal, happy and rewarding life. Even after mourning over the loss of the
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son he hoped to have, he accepted the harsh reality that his son may not realize the dreams he
held in his heart for him, and he found fulfillment in just loving him for the person he was. With
the support of family members, such as grandparents, support groups helped many families,
including Naseef (2001), to cope with the challenges and difficulties they faced raising a child
with autism or a disability.
Foundational Theories
A theory of culture and disability, Bronfenbrenner’s (1979) Ecological Theory, and
Mezirow’s (1991) Perspective Transformative Learning will be discussed in this section.
Culture and Autism Theory. While family quality of life is conceptualized as a
multidimensional construct that can be measured by indicators that are common to all families
(Zuna et al., 2010), it is also important to note that cultural dynamics can be another influencing
factor. The theory of culture and disability, more specifically autism (Skinner, Correa, Skinner,
& Bailey, 2001; Tincani, Travers, & Boutot, 2010) must also be considered to understand the
experiences of parents raising a child with autism in The Bahamas. Culture may play a role in
how parents would define autism, and how they would seek out interventions and services to
help their child and family (Ennis-Cole, Durodoye, & Harris, 2013; Mandell & Novak, 2005;
Pitten, 2008). Culture consists of beliefs, faith/religion, values, ritual, traditions and identity
(Danesco, 1997; Ennis-Cole et al., 2013; Herbert & Koulouglioti, 2010; Jegatheesan, Miller &
Fowler, 2010); these elements of culture help influence parents’ experiences or perspectives on
raising a child with autism. Studies showed that for families caring for a child with autism and
holding views and perspectives about autism, their response to the diagnosis and treatments
depend on the family’s culture (Mandell & Novak, 2005; Mercer, Creighton, Holden, & Lewis,
2006; Pitten, 2008; Shaked & Bilu, 2006). Their view or perspective is derived from their
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cultural beliefs, rituals, traditions, faith or religion (Herbert & Koulouglioti, 2010; Jegatheesan et
al., 2010). Exploring the experiences of parents raising a child with autism in The Bahamas
would reveal the uniqueness of their experiences and that uniqueness would, most likely, be
embedded or entwined in their culture which encompasses their beliefs, faith, value and identity
as Bahamians.
Bronfenbrenner’s Ecological Theory. Urie Bronfenbrenner’s (1979) Ecological
Theory focuses on the development of an individual and how that individual’s interaction in
his/her environment impacts individual development. The theory consists of five environmental
levels: the microsystem, the mesosystem, the exosystem, the macrosystem, and the chronosystem
– with each level impacting differently the development of each person. Figure 2, a Google
image, provides a pictorial representation of Bronfenbrenner’s ecological model.

Figure 2. Bronfenbrenner’s Ecological Model. Retrieved from
https://i.pinimg.com/736x/c0/af/a9/c0afa92e162c10361aba2a51d84f58b0.jpg
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According to Bronfenbrenner (1979) the microsystem, which represents Level 1,
involves the immediate environment in which an individual interacts in various activities and
roles with physical characteristics, such as the home, friend’s home, classroom, playground,
community center, neighborhood, and religious institutions. For example, a child with autism
with autistics characteristics will have to adjust in all those environments. Autistic characteristics
include speech or nonverbal delays, trouble relating to others, socializing and communication
challenges, sensitive to sounds, picky eater, struggle with change, attached to objects, and limited
restricted interests and behavior.
Mesosystem, which represents Level 2, was defined by Bronfenbrenner (1979) as
“the interrelations among two or more settings in which the developing person actively
participates (such as, for a child, the relations among home, school, and neighborhood peer
group: For an adult, among family, work, and social life)” (p. 25). In other words, the
mesosystem refers to relations among microsystems or connections among contexts such as the
relationship between family experiences and school experiences, between school experiences
and neighborhood experiences, and between family experiences and peer experiences. For a
child with autism, for example, interaction with parents can be stressful at times on the
individual and parents, which in turn can impact parents’ relationship and performance at work,
or even siblings’ relationship (Harper et al., 2013; Hock et al., 2012; Rao & Beidel, 2009; Rizk,
Pizur-Barnekow & Darragh, 2014). Also, the lack of resources in school for a child with autism
(school experience) may cause frustration doing homework (family experience), which can also
add to parents’ frustration and impact family interaction and relations (DeGrace, 2004;
Fantaroni, 2012; Hutton & Caron, 2005).
Exosystem, which represents Level 3, refers to “one or more settings that do not
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involve the developing person as an active participant, but in which events occur that affect or
are affected by what happens in the setting containing the developing person” (Bronfenbrenner,
1979, p. 25). In other words, an individual might be impacted by events of another individual in
the family, even though that individual may not be in the environment where the event occurred.
For a parent of a child with autism, for example, experiences at work might be influenced by
his/her experiences at home. Parents of a child with autism may not receive adequate sleep at
night, worrying about the condition of their child and how to help their child, which might affect
their performance level at work (Naseef, 2001). This can also affect the relationship between the
spouse and his/her supervisor and/or coworkers. The strain at work and stress at home can also
affect the relationship between the couple at home (Naseef, 2001).
Macrosystem, which represents Level 4, according to Bronfenbrenner (1979),
refers to “consistencies in the form and content of lower-order systems (micro-, meso-, and exo-)
that exists, or could exist at the level of the subculture or the culture, along with any belief
systems or ideology underlying such inconsistencies” (p. 26). In other words, the macrosystem
which is the wider societal belief systems, cultural norms, ideologies, policies, or laws indirectly
influences an individual. The micro-system, meso-system and exo-system are all influenced by
this larger system of culture, the macrosystem. For instance, having a child with autism, if you
think about the macrosystem, can be rather challenging in some societies. In the past, in some
communities, parents kept their children home and hid them from the community (Naseef, 2001).
Many families struggled with the stigma of the diagnosis and experienced grief, anxiety and
depression (Bitsika & Sharpley, 2004; Naseef, 2001). Some parents are still shameful or afraid
to even hear their child has a developmental disability, specifically autism, because for them it
means that the child may not have access to services and interventions, and some fear society
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may not be accepting of who they are (Naseef, 2001). So, culturally, according to some parents,
the child may be seen as “less than”, and parents are afraid their child may not be accepted, or
they panic that their child will have a difficult time because they are not accepted culturally in
the society (Naseef, 2001). Naseef (2001) spoke candidly of how he felt, and the stress and
depression he experienced while trying to find ways to help his son become as “normal” as
possible, or become what he dreamed what he wanted, or expected, him to be. So, regarding the
macro-system, having a child with autism, what parents believe about autism, what society
believes about it, cultural norms, cultural attitude towards it, ideology and even religious views,
depending on the cultural context within that culture, play a role in parents’ perspective about
their child’s disability. Also, policies and laws can directly influence a child or individual with
autism. The policies and laws implemented by the government can either help improve or
prevent the development of a child or individual with autism, which can impact the quality of life
for families of children with autism (Brace, 2009; Montes & Cianca, 2014; Pisula, 2007). For
instance, resources for public schools to support a child with autism, access to free or affordable
diagnostic services and interventions, and educational resources for families (Brace, 2009;
Montes & Cianca, 2014; Pisula, 2007).
The chronosystem consists of patterns of environmental events, changes, and transitions
over an individual’s lifetime (Bronfenbrenner, 1979). The fundamentals of this system could be
both internal and external. External events such as the parent’s death can significantly impact
the development and well-being of a child with autism. Internal events such as psychological
changes within an individual as he or she matures can also impact one's development. For
example, a child with autism will become an adult with autism, and needs and services would
change, such as need for more parental care for those more severe, or opportunities for
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employment, peer-relationship, and more independent living for those who may be more high
functioning (Taylor & Seltzer, 2011).
Overall, Bronfenbrenner’s five level ecological theory provides a framework that helps
explain factors that can influence family quality of life raising a child with autism.
Mezirow’s Perspective Transformative Learning Theory
Mezirow’s (1991) Perspective Transformative Learning is essentially a learning process
of making meaning of one’s experience which involves questioning what one knows and
examining how one thinks about something. It involves a heightened level of awareness of one’s
beliefs and feelings, a critique of assumptions and stance, an assessment of a differing view or
perspective, and deciding to forgo the old view and embracing the new view or perspective
(Mezirow, 1991). For instance, a parent receiving a diagnosis of autism spectrum disorder for a
child can be a disorienting dilemma, which may lead to questioning some of one’s assumptions
about oneself and the world. Accepting that a child has autism and thinking about all the goals
he or she may not accomplish or the challenges one may face caring for and raising a child with
autism requires a perspective transformative learning for parents.
Mezirow (1991, p. 22) outlined 10 phases that lead to transformative learning. The
phases are as follows:
1.

A disorienting dilemma

2.

Questioning - a self-examination with feelings of guilt or shame

3.

Assessing the assumptions

4.

Recognition that one’s discontent and the process of transformation are shared and that
others have conveyed a similar change

5.

Exploration of options for new roles, relationships, and actions
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6.

Planning a course of action

7.

Acquisition of knowledge and skills for implementing one’s plan

8.

Trying of new roles and relationships

9.

Building competence and self-confidence in new roles and relationships

10. A reintegration of the new perspective into one’s life

The first phase is a disorienting dilemma where an individual encounters a situation or
experience and is in disarray, or a culmination or series of events that lead the individual to a
disorienting dilemma (Mezirow, 1991). For example, as mentioned earlier, a parent of a child
receives a diagnosis of ASD for the child, which places the parent in a disorienting dilemma. The
parent may feel sad, hurt, shocked or in denial about the unexpected news (Hutton & Caron,
2005; Koydemir & Tosun, 2009; Naseef, 2001).
The second phase is questioning - a self-examination with feelings of guilt or shame
(Mezirow, 1991). After the disorienting dilemma, the parent moves to the next stage
of questioning what he/she believes and examining feelings of guilt or shame about having a
child with ASD. Many parents do not want to accept anything is wrong with their child. They
might think the child is just developing slower than other children at that age, and they might not
want to accept the autism diagnosis. Feelings of guilt or shame and even grief were reported as
some feelings experienced by parents after receiving a diagnosis of ASD for their child. Their
views or perspective on autism are also examined. (Koydemir & Tosun, 2009; Naseef, 2001).
The third stage is assessing the assumptions. A critical assessment of epistemic,
sociocultural, or psychic assumptions takes place (Mezirow, 1991). At this this stage the parent
begins to assess his/her views about autism or other related development disorders, and these
assumptions will be influenced by cultural views or beliefs (Danesco, 1997; Ennis-Cole et al.,
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2013; Skinner et al., 2001; Tincani, Travers, & Boutot, 2010). However, the assumptions would
only begin to change with exposure to new information such as the characteristics, symptoms
and prognosis of autism, the causes of autism, and what parents can do to help their child to
develop.
The fourth stage is recognition that one’s discontent and the process of
transformation are shared (Mezirow, 1991). This is when parents learn that they are not the
only parents with a child with ASD or related disabilities, which gives them confidence in their
feelings or new beliefs (Greeff & van der Walt, 2010; Naseef, 2001).
The fifth and sixth phases include exploration of options for new roles, relationships,
and actions, and planning a course of action (Mezirow, 1991). At these stages, the parent of a
child with ASD may begin to interact with other parents with children with ASD through a
parent support group or a community center that offer services to families of children with
autism. The parent becomes involved by joining a group of other parents of children with autism
or a non-profit organization to help other families of children with autism with resources,
educational information, and advocacy to help their children receive the services needed (D.
Fawkes, personal communication, July 7, 2017; Naseef, 2001).
The seventh step is acquiring knowledge and skills for implementing one’s plans
(Mezirow, 1991). For example, parents might attend training workshops to learn about strategies
and information about autism to help their child, or pursue studies in autism spectrum disorder,
or applied behavior analysis, or other areas where they can gain knowledge and skills to help
their child or other families of children diagnosed with autism (D. Fawkes, personal
communication, July 7, 2017; Naseef, 2001).
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The eighth and ninth phases are trying of new roles and building competence and selfconfidence in new roles and relationships (Mezirow, 1991). At this stage the parent may get
more involved in the support groups for families of children with autism, or lead non-profit
organizations, or advocacy groups (D. Fawkes, personal communication, July 7, 2017; Naseef,
2001).
The tenth and final stage is reintegrating the new perspectives into one’s life
(Mezirow, 1991). At this stage, the parent is more comfortable with being a parent of a child
with autism. He or she accepts the child’s diagnosis and is not ashamed to let others know. It is
part of who they are, and they may become known for their involvement in non-profit
organizations that help other families of children with autism, advocacy, coaching or mentoring
other families of children with autism (D. Fawkes, personal communication, July 7, 2017;
Naseef, 2001; Shar Autism Journey Facebook Page, 2017).
With transformative learning, adult learners can engage in adult learning initiatives,
which can also promote social change. Transformative learning occurred among the adult
learners who participated in various programs offered through the Highlander’s Research and
Education Center spearheaded by Myles Horton (Highlander Research Center, 2017) during an
era when workers’ rights were violated, or minority groups oppressed. As a result, through the
education they gained attending the Highlander’s Center, they felt empowered to bring about
change to their situation, which also led to social action. However, Mezirow (1991) indicated
social action is not the goal of transformative learning, but rather personal transformation that
leads to associations with others of like mind, which can lead to social action.
Transformative learning can also help parents of children with ASD to acquire new
knowledge and bring about change to their circumstances, as a result from their disorienting
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dilemma. This change can further lead many parents with a child with autism to establish
parents support groups, blogs, Facebook pages, and non-profit organizations to help bring
awareness to the community about autism, and to help other families with educational resources
and information (Families on the Spectrum Bahamas Facebook Page, 2017; Shar Autism Journey
Facebook Page, 2017; Reach Organization, 2017).
Mezirow (1991) says that at some point new learning is not just additive to what we
already know, but rather transforms existing knowledge to bring about a new
perspective. Individuals have life experiences that change their lives and transform them into
creating new perspectives about life and learning. In other words, Mezirow believed what
someone already knows transforms that knowledge to bring about a new idea or perspective.
Something new is learned every day which adds to the knowledge base and allows the
opportunity to look at things differently or think about it differently. This principle certainly can
apply to creating and facilitating education/training for parents of children with ASD.
Chapter Summary
Having a child with an autism spectrum disorder can cause tremendous strain and stress
on a family and can affect spousal and siblings’ relationships and family finances. Additionally,
caring for a child with ASD can be costly, and limited or lack of access to resources and services
can also affect the family (DeGrace, 2004; Fantaroni, 2012; Harper et al., 2013). However,
many families develop resilience that helps them to cope and overcome some of the challenges
through family connectedness, family support, and positive outlook on life (Bayat, 2007; Greeff
& van der Walt, 2010).
Additionally, parents’ perception of family quality of life raising a child with autism in
The Bahamas may differ from another culture because of cultural differences, ideals, and
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religious views. The theory of culture and disability, more specifically autism, (Skinner, Correa,
Skinner, & Bailey, 2001; Tincani, Travers, & Boutot, 2010) must also be considered to
understand the experiences of Bahamian parents raising a child with autism in The Bahamas.
Culture may play a role in how parents would define autism, how they would seek out
interventions, and services to help their child and family (Ennis-Cole et al., 2013; Mandell &
Novak, 2005). Also, Bronfenbrenner’s (1979) ecological theory of five levels or layers of
environment (micro-, meso-, exo-, macro-, and chrono-) provide a good theoretical foundation to
help understand family quality of life raising a child with autism in The Bahamas because of the
various levels of involvement which impact an individual and the family. Additionally,
Mezirow’s (1991) transformation of learning theory also provides another perspective to
understand how parents of children with autism make meaning of their experience raising a child
with autism, and this theory can be considered for designing, developing and facilitating adult
educational programs for parents of children with ASD.
The proposed study sought to add to our knowledge of parent perceptions of the quality
of life for a family raising a child with autism spectrum disorder (ASD), specifically focusing on
parents of children with ASD in The Bahamas, an area studied insufficiently in existing research.
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Chapter 3
Methods
The purpose of this study was to identify parent perceptions of the quality of life for a
family raising a child with autism spectrum disorder (ASD) in The Bahamas. This chapter
presents and discusses the research design, research questions, theoretical
perspective/methodological importance, population and sample, instrumentation, collection of
data, ethical considerations, and data analysis.
Research Design
This study employed a quantitative design using a survey to collect the data from parents
in The Bahamas on their perceptions of quality of life for a family raising a child with ASD in
The Bahamas. This survey, developed by the Beach Center on Disability (see Instrumentation
later in this chapter), was designed to assess families’ perceptions of their satisfaction with
different aspects of family quality of life caring for a child with a disability, which included
children with ASD.
Surveys can collect data on perceptions, beliefs and opinions (MacDonald & Headlam,
2008). Once designed appropriately, they help to collect valuable data. The purpose of
quantitative research is to test hypotheses, look at cause and effect, or prediction (Madrigal &
McClain, 2012). According to MacDonald and Headlam (2008), surveys are a more commonly
used method for collecting data. It was also reported as being one of the most reliable methods
of collecting measurable data for social sciences (Glass & Hopkins, 1996). Using a quantitative
research design involving survey data, researchers can use a larger randomly selected sample. In
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addition, surveys were found to be the method of choice when collecting primary data from a
large sample (MacDonald & Headlam, 2008).
Quantitative studies provide data that can be expressed in numbers, to which statistical
tests can be applied in making statements about the data (Madrigal & McClain, 2012). Statistical
data include descriptive statistics, such as the mean, median and standard deviation, and
inferential statistics, such as t-tests, ANOVA or multiple regression correlation. Statistical
analysis lets us derive important facts from research data, including preference trends,
differences between groups, and demographics. Study findings can also be generalized to the
population about which information is required, depending upon the statistical significance of the
results.
However, there are some disadvantages to using a quantitative research approach. First,
one cannot collect detailed information about human behavior, emotion and personality
characteristics (Lichtman, 2013). There is also the lack of opportunity to follow-up with
participants for more in-depth information. The limitation with using only a survey instrument
with no cross-referencing is that the participants could falsely answer questions that may go
undetected during the analysis of the data.
Many types of information are difficult to obtain through structured data collection
instruments, particularly on sensitive topics such as domestic abuse or the exact amount of
income a family earns (Madrigal & McClain, 2012). It is also rather difficult to reach various
groups of people, such as illegal immigrants, drug users, sex workers, squatters and ethnic
minorities when conducting studies, but the problems are often greater for quantitative data
collection methods. Self-reported information obtained from questionnaires may be inaccurate
or incomplete. Errors in the hypotheses tested may yield false information of program quality or
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influential factors. Also, errors in the selection of procedures for determining statistical
significance can result in erroneous findings regarding impact (Madrigal & McClain, 2012).
Research Questions
The survey results were analyzed based on the following research questions:
1. What are parent perceived quality of life for a family raising a child with autism spectrum
disorder (ASD) in The Bahamas?
2. What is the relation between parent perceived quality of life for a family raising a child
with ASD and the following variables: family status (parent marital status), diagnosis of
ASD (level of severity, mild, moderate or severe), family socioeconomic status (family
income), gender of child and parent educational background?
3. What is the relation between parent perceptions of physical/material well-being and
family interactions?
4. What is the relation between parent perceptions of physical/material well-being and
disability related support?
5. What are parent perceptions of the resource services received by families raising a child
with ASD in The Bahamas?
6. What are parent perceptions of the intervention/therapy services received by children
with ASD in The Bahamas?
7. How have families in The Bahamas been impacted by paying for services for their child
with ASD?
8. How do parents of a child with ASD describe their experiences seeking resources or
intervention services for their child in The Bahamas?
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Population and Sample
Setting. The research setting was The Bahamas, also known officially as the
Commonwealth of The Bahamas. The Bahamas consists of more than 700 islands and cays, but
only 23 are inhabited. It is located north of Cuba and Hispaniola; northwest of the Turks and
Caicos Islands; southeast of the United States, state of Florida; and east of the Florida Keys. The
capital is Nassau on the island of New Providence. The designation of "The Bahamas" can refer
either to the country or to the larger island chain that it shares with the Turks and Caicos Islands.
The Bahamas has a population of almost 400,000 people, with the capital city Nassau having
255,000 people, and Freeport Island with the second largest population of 50,000 people (World
Population Review, 2017). The Bahamas territory encompasses 470,000 km² of ocean space
(The Islands of The Bahamas Website, 2017).
The population of The Bahamas is 85% African, 12% European, 3% Asian and 3% Latin
Americans. Afro-Bahamians are nationals with primary heritage in West Africa. AfroBahamians represent the largest ethnic group in the country, accounting for 85%, with a Haitian
community of around 80,000. There are also 17,000 Whites living in the country. The European
Bahamians are the largest minority group, accounting for 12% of the population (38,000) and are
primarily descendants of English Puritans and American Loyalists who came to the islands in the
17th and 18th century. The Bahamas is currently growing at an annual rate of around 1.5%. At
this rate, the country will reach 396,000 by 2020 (World Population Review, 2017).
Population. The population for this study was parents of children between the ages of 3
to 17 years old diagnosed with an autism spectrum disorder living in The Bahamas. Purposive
and chain sampling were used for the study. A “purposive” sample was appropriate as the
researcher has knowledge of the population and its representativeness of the purpose of the study
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(Fraenkel, Wallen, & Hyun, 2014, pp. 98-101). In addition, the researcher had access to
knowledgeable professional contacts who were able to identify families with children with ASD
and contacted them on behalf of the researcher. Study participants were identified with the
assistance of professional contacts at the REACH non-profit organization and the Families on the
Spectrum Bahamas non-profit organization who offer educational resources and support to
families of children with ASD. Principals or Directors at schools that provide educational
services to children with ASD in The Bahamas were also contacted to assist with identifying
participants for the study. Some of the schools included the Beacon School, Blair Academy,
Garvin Tynes Primary School, and Stapledon School. An email with the Google Form link to
the instrument was sent to the professional contacts who forwarded the survey link to parents of
children with ASD on their contact list. The Informed Consent (See Appendix A) regarding the
study was at the beginning of the survey before participants were able to complete the survey.
“Chain” sampling was also appropriate for the study to identify possible survey
respondents. Parents of children with ASD who completed the survey were also able to identify
other parents of children diagnosed with ASD as possible survey respondents (Fraenkel, Wallen,
& Hyun, 2014).
Sample size. Data analysis for this study included multiple regression. A large sample
size was anticipated to increase the confidence interval and reduce the margin of error. For a
95% confidence level, which means that there is only a 5% chance of the sample results differing
from the true population average, a good estimate of the margin of error, or confidence interval is
given by 1/√N, where N is the number of participants or sample size (Niles, 2006). The larger
the sample size, the margin of errors falls to 10% (1√N). Additionally, a larger sample size
could increase the statistical power to strengthen the study and allow for generalizability for the
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intended target population (MacDonald & Headlam, 2008). For example, an alpha level of .05
and power of .80 for an expected medium effect size are commonly selected levels in research
(Cohen, 1990, 1991; Glass & Hopkins, 1996). Therefore, it was anticipated that 100 participants
would be recruited for the study. However, only 56 participants completed the survey. The
study with the survey link was advertised on Facebook with a specific target audience of the
Bahamian population. A total of 6,000 persons liked the post, and many of them shared and
forwarded it to others. A notification from Facebook indicated how many persons like and
shared the post. The REACH organization and the Families on the Spectrum organization, as
well as the principals and directors at the special education schools, forwarded the survey links
several times to parents on their contact list and asked them to complete the survey. With
communication from the schools and organizations, the survey link was sent to a total of 150
parents on their contact lists. The survey was circulated for almost three weeks, from January
29, 2018 to February 16, 2018.
As an additional incentive for participation, participants completing the survey were
eligible for a raffle of one of ten $10.00 gift cards.
Participants. The participants were parents currently residing in The Bahamas with a
child aged 3-25 years old with ASD. “Parent” included a father, mother, grandparent, or legal
guardian and relationships by birth, adoption, or marriage to a child’s parent (i.e., stepparent
relationships or in-law relationships). The participants also were willing to complete the survey.
While the intended population was parents of children aged 3 – 17 years old, two parents with a
child aged 19 and 25 were included in the study, due to the unique population and small sample
size.
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Instrumentation
The Beach Center Family Quality of Life Scale (Beach Center on Disability, 2006) was
utilized to collect the data from the participants. The Family Quality of Life Scale (FQOL) is a
25-item instrument that assesses families’ perceptions of their satisfaction with different aspects
of family quality of life (see Appendix C).
The initial focus of the development of the FQOL was on families of children with
disabilities. Due to the lack of reliable scales to assess the construct of family quality of life,
particularly for families who have children with disability, Hoffman, Marquis, Poston, Summers,
and Turnbull (2006) conducted two studies, including a total of 488 families of children with
disability, to complete the development of a scale to assess family quality of life. The
researchers conducted extensive literature review, focus groups, and individual interviews with
family members of children with disabilities, individuals with disabilities, service providers, and
administrators of service agencies. The participants were asked to describe what they considered
important for a family to have a good life together. Transcripts were analyzed, and five factors
were identified as important to measuring family quality of life: family interactions, parenting,
emotional well-being, physical/material well-being, and disability-related support (Hoffman,
Marquis, Poston, Summers, & Turnbull, 2006). These five factors became the five subscales of
the instrument.
The five subscales of the instrument are measured using a five-point Likert scale where
1 = very dissatisfied, 2 = dissatisfied, 3 = neither, 4 = satisfied, 5 = very satisfied. However, for
clarity for the population selected for this study, and to avoid participants just choosing a neutral
answer, a four-point Likert scale was utilized and adapted as follows: 1 = strongly disagree,
2 = disagree, 3 = agree, 4 = strongly agree.
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In addition, four open-ended questions were asked to gather more in-depth information
about the types of resources and intervention/therapy services the family receives to support a
child with ASD, how the family may be impacted by paying for those services, and the family’s
experiences seeking those resources and interventions for their child. Research conducted in the
United States and other countries showed families with children with autism have been impacted
negatively by the lack of disability-related support, lack of access to resources and intervention
services for their child with autism, or lack of sufficient funds to defray cost for intervention and
therapy services (DeGrace, 2004; Fantaroni, 2012; Hutton & Caron, 2005; Ludlow & Rohleder,
2011; Montes & Gianca, 2014; Pisula, 2007). So, the four open-ended questions were created to
help identify whether the parents of children with ASD in The Bahamas also experience similar
challenges.
The open-ended questions were: (1) What kinds of resources do you receive to support
your child with ASD (e.g., educational information or training workshop)? (2) What types of
interventions/therapy services do you receive to support your child with ASD (e.g., applied
behavior analysis, speech therapy, occupational therapy, floor time therapy or others)? (3) If you
must pay out of pocket for therapy, in what ways has your family life been impacted by paying
for therapy services? (4) What have been your experiences seeking resources or intervention
services for your child?
The four opened-ended questions were developed by the researcher. After a review of
the literature, the researcher found that seeking resources and intervention services for a child
with ASD and funding these services were challenges experienced by parents caring for a child
with ASD. Asking these additional questions helped to determine whether parents in The
Bahamas also experienced these challenges. The researcher consulted one of her professors, an
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expert in the field of autism and severe disabilities, to review the questions. She is a university
full professor in the department of Teaching and Learning. She developed and teaches in the
masters ASD and/or Severe Intellectual Disabilities program and Curriculum and Instruction
doctoral program in the department. She is the author of several books, is published widely in
international journals related to inclusive practices and teacher learning for teachers of students
with complex disabilities. She is editor of an international journal, sits on an editorial board of
Disability & Society, and is a regular reviewer for several journals including British Journal of
Special Education and Journal of Child and Family Studies. She also has many years of
experience teaching children with autism and working with families of children with autism.
She reviewed the four open-ended questions for accuracy, content, and practicality to ensure
participants can understand and interpret the questions accurately on the questionnaire for its
intended purpose (Crocker & Algina, 1986).
Scoring. For this study, the satisfaction ratings were used to generate a total
FQOL satisfaction score, with higher scores reflecting greater satisfaction with family
quality of life. The items were rated using a 4-point Likert scale, ranging from 1 for strongly
disagree to 4 for strongly agree. The numeric responses were summed to obtain a total score,
which ranged from 25 to 100.
Below are the items keyed to each of the sub-scale domains:
Family Interaction
•
•
•
•
•
•

My family enjoys spending time together.
My family members talk openly with each other.
My family solves problems together.
My family members support each other to accomplish goals.
My family members show that they love and care for each other.
My family is able to handle life's ups and downs.
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Parenting
•
•
•
•
•
•

Family members help the children learn to be independent.
Family members help the children with schoolwork and activities.
Family members teach the children how to get along with others.
Adults in my family teach the children to make good decisions.
Adults in my family know other people in the children's lives (i.e. friends, teachers).
Adults in my family have time to take care of the individual needs of every child.

Emotional Well-being
•
•
•
•

My family has the support we need to relieve stress.
My family members have friends or others who provide support.
My family members have some time to pursue their own interests.
My family has outside help available to us to take care of special needs of all family
members.

Physical / Material Well-being
•
•
•
•
•

My family members have transportation to get to the places they need to be.
My family gets dental care when needed.
My family gets medical care when needed.
My family has a way to take care of our expenses.
My family feels safe at home, work, school, and in our neighborhood.

Disability-Related Support
•
•
•
•

My family member with special needs has support to make progress at school or
workplace.
My family member with special needs has support to make progress at home.
My family member with special needs has support to make friends.
My family has a good relationship with the service providers who work with our family
member with a disability.

Validity. Hoffman, Marquis, Poston, Summers, and Turnbull (2006) administered a pilot
version of the FQOL of 112 items to a sample of 1,197 individuals from 459 families. Further
validation of the factor structure of the FQOL scale took place in two rounds of the study
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involving a total of 488 families. The final FQOL scale was refined through confirmatory factor
analyses into 25 items that assessed five subscales: family interaction, parenting, emotional wellbeing, physical/material well-being and disability-related support (Beach Center on Disability,
2006). A critical evaluation of the FQOL-Scale (Van Beurden, 2011) found,
Overall, the research presented indicated the Beach Center FQOL Scale is a
psychometrically sound measure that has the potential to be a useful tool in both the
research and clinical realms. However, future research should continue to support the
wider use of this scale. Specifically, it is recommended that future research include
populations of varying geographical areas. (p. 4)
In addition, Samuel, Rillotta, and Brown (2012) found, “The brevity of the Beach Center FQOL
Scale is an advantage for project evaluators and service providers who want succinct and quick
information on families of persons with disabilities” (p. 11).
Reliability. Hoffman, Marquis, Poston, Summers, and Turnbull (2006) reported that
the reliability of the FQOL revealed a Cronbach’s alpha of .94 and a satisfaction rating of .88.
All correlations were significant at .01 level or beyond (df from 59 to 63). Correlations between
time points were: family interactions .75; parenting .71; emotional well-being .76;
physical/material well-being .77; disability-related support .60. Hoffman et al (2006) also noted
that item-level overall had acceptable fit to the model and that the sub-level of the model had an
excellent fit. In other words, data accurately or predictably fit the model. Therefore, it shows
that the items in each category are being measured accurately. All the questions that come under
each item were answered consistently.
Reliability of instrument for data collected. To establish the reliability of the data and
findings in relation to established norms, the scale reliability was analyzed with the data
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collected. The Cronbach alpha coefficients criterion is used to determine the reliability of an
instrument and its items. Alpha coefficients are considered acceptable at .70 (Nunnally, 1978).
Correlations between the Family Quality of Life variables (family interactions, parenting,
emotional well-being, physical/material well-being and disability related-support) were also
analyzed.
Data Collection
The goal of this study was to identify parent perceptions of the quality of life for a family
raising a child with autism spectrum disorder (ASD) in The Bahamas. The Family Quality of
Life instrument (Beach Center on Disability, 2006) was utilized to collect the data from the
participants. Permission was received on October 6, 2017 from the Beach Center on Disability
to use the instrument (See Appendix D). Google Form was used to import the survey for
participants to complete online. The study utilized the assistance of professional contacts who
forwarded the instrument through emails to parents associated with a community center that
assists families with children with ASD and schools that offer special education to children with
ASD in The Bahamas. An email requesting their assistance to forward the survey link to parents
of children with ASD included the Google Form link with the instrument. The Informed
Consent was at the beginning of the survey, which explained the study and information about
participation in the study before parents agreed to participate in the study. The link with the
instrument and information about the study was also posted on the Facebook page of Shar
Autism Journey, and Families on the Spectrum and forwarded by them to other pages to recruit
participants for the study.
Participants were also asked to complete a demographic survey to gather information
about the parent’s marital status, educational background, family income, number of children in
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family, gender of child with ASD, child’s age, and child’s level of diagnosis/functioning. This
information was vital to determine relations, if any, with the quality of life domains, and to see
how the variables may have had an impact on the family quality of life.
Ethical Considerations
Before the study was conducted, approval was granted by the Institutional Review Board
(IRB) to conduct the study. When conducting quantitative research, key ethical issues that must
be considered are informed consent, respect for anonymity and confidentiality, respect for
privacy and beneficence (Fowler, 2002; Mora, 2010). To avoid any ethical issues that might
have arisen in this study, the participants were asked to waive a signed informed consent and
were provided with an Informed Consent Form to participate in the research that was included
with the Google Form survey. The Informed Consent Form gave details about the study,
information indicated they did not have to participate in the study if they wished not to do so,
and other information about their rights to withdraw, if desired. They were also informed that no
identifiable personal information would be collected to reveal their identity. Also, for
confidentiality purposes, the survey data were secured on a password accessible computer that
was only accessible by the researcher. Further, to protect the anonymity of certain subsets, there
was careful consideration to avoid any identification of specific groups. For example, if in the
sample there were only two participants from one island, their responses were not singled out.
This was important to do to avoid the identification of any of the participants.
As an additional incentive for participation, participants completing the survey were
eligible for a raffle of one of ten $10.00 gift cards as noted in the Informed Consent Form. To
protect the anonymity of participants who participated in the raffle, a separate link was provided
after completion of the survey which took participants to another survey page where they were
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able to provide their email to participate in the raffle for one of the $10 gift cards. The email
addresses of those who participated in the raffle were protected so that participants remained
anonymous. A separate online link from the survey was administered through Google form for
participants who wished to participate in the raffle. The email addresses were deleted from the
online Google form when the raffle was completed.
The Researcher. I am a Black Bahamian female student in an Adult Education doctoral
program, and a mother of a 10-year old son who was diagnosed with autism spectrum disorder at
the age of three. I am also completing a graduate certificate in autism spectrum disorder and
have served as a vice chair for a constituency board for a center for autism and related
disabilities in the southern Florida area. I am a mentor and coach to parents of children with
autism and have offered my services in many ways to help families of children with ASD. My
professional, voluntary philanthropic activities and hobbies have afforded me the opportunity to
work with families with children with autism and organizations that cater to families of children
with autism. As a Bahamian mother of a child with autism, I have lived in The Bahamas while
raising my son. Living in The Bahamas with a child with ASD can be rather challenging with
limited (and very costly) intervention and therapy services, with no individual educational plan
in the public schools for children with ASD, and very expensive private schools that offer
services to children with special education needs. It can also be very stressful emotionally,
physically, and financially caring for a child with autism. As a Bahamian, I witnessed many
Bahamian parents struggled to find economical interventions and therapies to help their child
with autism. The limited resources available are very costly, and those who can afford it are
placed on a long list because of the overwhelming need for the available services.
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Limited research has been conducted to explore the experiences of parents raising a child
with autism in The Bahamas. So, I have chosen to examine parent perceptions of the quality of
life for families raising a child with autism in The Bahamas. Additionally, as an adult educator, I
wish to develop educational training programs for parents of children with autism.
As a researcher, I wanted to find a survey that can help identify family quality of life for
parents raising a child with ASD in The Bahamas. Therefore, the Beach Center Family Quality
of Life Scale (Beach Center on Disability, 2006) was most appropriate. Additionally, four openended questions were considered to gather more in-depth information about the type of
educational resources, intervention or therapy services the families may receive for the child
diagnosed with ASD.
Researcher Bias. As a parent of a child with ASD, and a Bahamian parent, I have my
own personal experience of raising a child with ASD in The Bahamas and perspective on family
quality of life raising a child with ASD in The Bahamas. My subjective position can negatively
impact the study if I allowed my own experience and perspectives to interfere with my analysis
of the data if the findings differ from my perspective. Therefore, to avoid researcher’s bias and
to remain objective, a few steps were taken. An anonymous survey was administered to
participants, and data were analyzed by statistical measures, which allowed me to remain
objective, as I had no influence on the participants as they read and answered questions
independently. The data were also checked by another statistically trained individual, to avoid
errors that may have occurred because of being human. Additionally, I kept a researcher’s
journal to document my feelings while analyzing the data.
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Data Analysis
Cronbach’s alpha of each subscale was examined to determine the reliability or internal
consistency of the items for the family quality of life scale. Table 1 shows the reliability, and the
items are consistent showing the family quality of life. Additionally, correlations between the
subscales were conducted to see the relationship between the subscales.
For research question 1, data were statistically analyzed in SAS using descriptive
statistics to assess the mean, standard deviation, skewness and kurtosis for each item and domain
(family interactions, parenting, emotional well-being, physical/material well-being, and disability
related support). Skewness and kurtosis checked the normality of the data to see if the data were
distributed normally. The mean for each domain was computed as the average among the items
associated with the domain based on the four-point Likert scale of the subscales (1 = strongly
disagree, 2 = disagree, 3 = agree, and 4 = strongly agree).
For research question 2, multiple regression analyses were conducted looking at the
dependent variables of family quality of life (family interactions, parenting, emotional wellbeing, physical/material well-being, and disability related support) with the following
independent variables (family income, severity of ASD diagnosis, parents educational
background, gender of child, and parents’ marital status) to see the relationship between those
variables. R-square and Beta-coefficient of all the predictors were also checked to determine the
proportion of the variance in the dependent variable that was predictable from the independent
variable(s).
For research question 3, correlation was conducted to see the relationship between
physical/material well-being and family interactions.
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For research question 4, correlation was conducted to see the relationship between
physical/material well-being and disability related support.
For research questions 5, 6, 7 and 8 coding was used for data analysis (Saldana, 2009) of
the responses to these four open-ended questions. Codes consisted of a word, short phrase,
sentence or paragraph that represented the content and essence of a portion of the data (Saldana,
2009). Structural coding was utilized to analyze the responses from the four open-ended
questions because it was most appropriate to identify the codes based on the specific research
question and topic (MacQueen, McLellan-Lemal, Bartholow, & Milstein, 2008; Saldana, 2009).
Structural coding applies a conceptual phrase or content-based topic to represent a topic of
inquiry to a set of data related to a specific research question (MacQueen, McLellan-Lemal,
Bartholow, & Milstein, 2008). Structural coding can be used basically in all qualitative studies,
but more so for those using numerous participants, standardized, or semi-structural datagathering protocols, testing hypothesis, or exploring investigations. Structural coding both codes
and categorizes the data and is appropriate for open-ended survey responses. Frequency count
was the analytic method employed to determine the themes or ideas among the participants. A
code frequency report can help identify which themes, ideas, or domains were common and
which rarely occurred (Namey, Guest, Thairu, & Johnson, 2008; Saldana, 2009).
Steps of the Methodological Process
1. Applied for IRB Approval – 2 weeks (Received approval on January 24, 2018)
2. Collected Survey Data - 2 weeks & 5 days (January 29 – February 16, 2018)
3. Input quantitative data into Excel – 5 days (February 17 – 21, 2018)
4. Analyzed survey data via descriptive statistics and multiple regression analysis – 10 days
(Feb. 22 – March 3, 2018)
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5. Analyzed data from open-ended questions – 3 days (February 17 -19, 2018)
6. Displayed quantitative data with appropriate charts and wrote quantitative narrative for
chapter 4 - 1 week (February 25 – March 3, 2018)
7. Wrote discussion chapter 5 – 2 days (March 4 -5, 2018)
8. Committee review and feedback – 2 weeks (March 10 – 20, 2018)
Chapter Summary
In this chapter the methods for the study were outlined, including descriptions of the
sample, instrument, data collection procedure, and statistical analysis that were conducted for
this study.
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Chapter 4
Results
This chapter is comprised of five core sections. The first section presents the
demographic characteristics of the participants in tabular format and the reliability and
descriptive statistics for the subscales. The second section provides the results of the descriptive
statistics (means, standard deviation, skewness and kurtosis of variables) for research question 1
regarding the factors that described parent perceived quality of life for families raising a child
with autism in The Bahamas. The third section describes the results for research question 2
related to the relation between parents’ perceived quality of life for a family raising a child with
ASD in The Bahamas and the following variables: family status (married, not married, but living
together, separated, divorce, single), diagnosis level of ASD (mild, moderate, or severe), gender
of child, family income, and parents’ educational background. The fourth section provides the
results related to questions 3 regarding the relation between parent perceptions of
physical/material well-being and family interactions; and question 4 regarding the relation
between parent perceptions of physical/material well-being and disability-related support. The
fifth section describes the findings related to questions 5, 6, 7, and 8 regarding parent perceptions
of the resource services received by families raising a child with ASD in The Bahamas; parent
perception of the intervention/therapy services received by children with ASD in The Bahamas;
how have families in The Bahamas been impacted by paying for services for their child with
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ASD; and how parents of a child with ASD described their experiences seeking resources or
intervention services for their child in The Bahamas, respectively.
Demographic Characteristics of Participants
Table 1 provides the demographic characteristics of the participants. The majority of the
participants who completed the survey identified as mothers (74.5%); 9.8% identified as fathers,
and five did not indicate relationship to child. All identified as black Bahamian (100%). The
majority of participants identified $20,000-29,999 (27.5%) and $30,000-39,999 (19.6%) as the
family income. However, five participants did not indicate their family income. Over a third of
the participants (36.7%) identified 10-12 grades as the father’s/guardian educational level and
over a fourth of the participants (26.9%) identified 10-12 grades as the mother’s/guardian
educational level, but no educational level was indicated for seven fathers/guardians and four
mothers/guardians. The mother’s/guardian college education was reported as higher (63.45%)
than the father’s/guardian college education (44.9%). Over half of the participants identified as
married (54.5%), and 25.5% identified as single, but one participant did not indicate marital
status.
A diagnosis of moderate level of severity of ASD was identified by the majority of
participants (48.2%) while 37.5% identified mild and 14.3% identified severe. However, no
diagnosis was given for four. Autism (81.8%) was identified by the majority for the child’s
medical diagnosis; 89.3% of the participants indicated a medical diagnosis was received, and
10.7% indicated a medical diagnosis was not received. The majority identified male (87.3%) as
the gender of the child; 12.7% identified female. The age of the child with ASD varied from age
3 to 25. The number of children in the family, including the child with ASD, varied from one
(37.7%) to five (3.8%).
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Table 1
Demographic Characteristics
n

%

Relationship to Child
Mother
38
74.5%
Father
5
9.8%
Aunt
3
5.9%
Teacher
3
5.9%
Grandparent
2
3.9%
Missing
5
Ethnic Background
Black Bahamian
54
100%
White Bahamian
0
Other
0
Missing
2
Family Income
$10,000-19,999
9
17. %
$20,000-29,999
14
27.5%
$30,000-39,999
10
19.6%
$40,000-49,999
2
3.9%
$50,000-59,999
3
5.9%
$60,000-79,999
3
5.9%
$70,000-79,999
2
3.9%
$80,000-89,999
3
5.9%
$90,000-99,999
2
3.9%
$100,000-149,999
0
0%
$150+
3
5.9%
Missing
5
Father’s/Guardian Educational Level
Elementary grades
0
0%
7-9 grades
1
2%
10-12 grades
18
36.7%
Trade school
8
16.3%
Associate degree
7
14.3%
Bachelor’s degree
8
16.3%
Graduate/Professional degree
7
14.3%
Missing
7
Mother’s/Guardian Educational Level
Elementary grades
0
0%
7-9 grades
0
0%
10-12 grades
12
23.1%
Trade school
7
13.5%
Associate degree
10
19.25
Bachelor’s degree
14
26.9%
Graduate/Professional degree
9
17.3%
Missing
4
_______________________________________________________________________________
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Table 1 (Continued)
Marital Status
Married
Single
Not Married, but living together
Separated
Divorce d
Missing
Level of Severity of ASD Diagnosis
Mild
Moderate
Severe
Child’s Medical Diagnosis
Autism
Pervasive Dev. Disorder
Aspergers
Missing
Gender of Child
Male
Female
Age of Child with ASD
3
4
5
6
7
8
9
10
11
12
13
14
15
16
19
25
Missing
Number of children
1 child
2 children
3 children
4 children
5 children
Missing
Medical Diagnosis
Yes
No

n

%

30
14
4
4
3
1

54.5%
25.5%
7.3%
7.3%
5.5%

21
27
8

37.5%
48.2%
14.3%

45
4
3
4

81.8%
7.3%
5.5%

48
7

87.3%
12.7%

4
3
2
4
7
2
3
9
3
2
1
3
3
2
1
1
6

7.69%
5.76%
3.84%
7.69%
13.46%
3.84%
5.76%
17.31%
5.76%
3.84%
1.92%
5.76%
5.76%
3.84%
1.92%
1.92%

20
13
12
6
2
3

37.7%
24.5%
22.6%
11.3%
3.8%

50
6

89.3%
10.7%

Note: n = 56
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Descriptive Statistics for Family Quality of Life Subscales
A preliminary analysis was conducted to assess the descriptive statistics for all subscale
composite variables in the Family Quality of Life (FQOL) subscales and reliability as shown in
Table 2.
Table 2
Reliability & Descriptive Statistics for Subscales
FQOL
Number
Cronbach M
Variables
of Items
Alpha

SD

Skewness

Kurtosis

Family
Interactions

56

0.815

3.204

0.441

0.262

-0.235

Parenting

56

0.831

3.332

0.570

-0.553

-0.471

Emotional Wellbeing

56

0.779

2.606

0.612

-0.263

-0.219

Physical/Material 56
Well-being

0.854

3.068

0.619

-0.304

-0.232

Disability-related 56
Support

0.861

2.705

0.707

-0.012

0.0920

The FQOL questionnaire used a five-point survey instrument Likert-type scale that
ranged from 1 = strongly dissatisfied to 5 = strongly satisfied. However, for clarity for the
population selected for this study, and to avoid participants just choosing a neutral answer, a
four-point Likert scale was utilized and adapted as follows: 1 = strongly disagree, 2 = disagree, 3
= agree, 4 = strongly agree. The mean for family interactions was 3.21; parenting (3.33);
emotional well-being (2.61); physical/material well-being (3.07); and disability-related support
(2.71).
The skewness and kurtosis statistics provide information regarding shape of the
distribution of the data set. The distribution of the data is considered normal when the skewness
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and kurtosis are closer to zero. Skewness that goes beyond -3 and +3 are not considered normal
(Mardia, 1970). Table 2 shows that the data set in FQOL subscales have a normal distribution,
as both the skewness and kurtosis are closer to zero for all the variables.
The Cronbach alpha coefficients criterion is used to determine the reliability of an
instrument and its items. Alpha coefficients are considered acceptable at .70 (Nunnally, 1978).
The alpha coefficients for all the measured composite variables presented in Table 2 ranged from
.77 to .86. Disability-related support had the highest alpha (.86), while emotional well-being had
the lowest (.77).
Correlations between the Family Quality of Life Variables
Cohen (1988) provided a guideline to determine the strength of the relationship between
two variables and defined a small correlation with a value of 0.1 as a weak correlation; a medium
correlation of 0.3 as moderate, and a large correlation of 0.5 or greater as a strong correlation
(Cohen, 1988). This criterion was used to analyze the correlations between the FQOL scales as
shown in Table 3.
Family interactions. There was a positive relationship, but moderate correlation
between family interaction and emotional well-being (.41), family interaction and
physical/material well-being (.47), and family interaction and disability-related support (.40).
However, family interaction and parenting had a weak correlation (.25)
Parenting. There was a weak relationship between parenting and all the subscales, but
the weakest relationship was between parenting and emotional support (.09).
Emotional support. Emotional support and disability-related support had a positive and
strong relationship (.55), but emotional support and parenting had a weak relationship (.09).
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Physical/material well-being. There was a positive relationship and strong correlation
between physical/material well-being and disability-related support (.55); however,
physical/material well-being and parenting (.17) had the weakest relationship among those two
subscales.
Disability-related support. Disability-related support and emotional support (.55) also
had a positive relationship and strong correlation. Yet, there was a weak relationship between
disability-related support and parenting (.22).
Table 3
Correlations between the Family Quality of Life variable
Variables

Family Interactions
Emotional Well-being
Parenting
Physical/Material Well-being
Disability-related Support

Family
Interaction

Emotional
Well-being

Parenting

Physical/Material
Well-being

Disabilityrelated
Support

.00

.41
0.0018
.00

.25
0.0600
.09
0.5201
.00

.47
0.003
.51
˂.0001
.17
0.2217
.00

.39
0.0026
.55
˂.0001
.22
0.1030
.55
˂.0001
.00

.41
0.0018
.25
0.0600
.47
0.0003
.40
0.0026

.09
0.5201
.51
˂.0001
.55
˂.0001

.17
0.2217
.22
0.1030

.55
˂.0001

Note: p value ˂ 0.05 level is statistically significant; Emotional well-being & physical/material
well-being p value ˂.0001; Emotional well-being & disability-related support p value ˂.0001;
Physical/material well-being & disability-related support p value ˂ .0001
Research Question 1: What are parents’ perceived quality of life for a family raising a child
with autism spectrum disorder (ASD) in The Bahamas?
The mean among the items in the family interaction subscale ranged from 3.000 to 3.375.
“My family enjoys spending time together” had the highest mean (3.375) while “My family
solves problems together” had the lowest mean (3.000). The alpha coefficient scores among the
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items ranged from 0.765 to 0.796, which shows the reliability of the items is acceptable. For
more detail, see Table 4.
Table 4
Descriptive Statistics for Family Quality of Life Subscales Items
Family Quality of Life Variables
n
M

SD

Alpha

Family Interactions (alpha = 0.817100)
F1 My family enjoys spending time together

56

3.375

0.524

0.786

F2 My family members talk openly with each other

56

3.143

0.554

0.796

F3My family solves problem together

56

3.000

0.661

0.789

F4 My family members show they love and care
for each other

56

3.268

0.556

0.769

F5 My family is able to handle life’s up and downs

56

3.232

0.603

0.765

Note: Response scale ranges from 1 (strongly disagree) to 4 (strongly agree)
The mean among the items in the Parenting subscale ranged from 3.250 to 3.536. “The
adults in my family know other people in the children’s lives (i.e., friends, teachers)” had the
highest mean (3.536) while “Family members help the children with school work and activities”
had the lowest mean (3.250). The alpha coefficient scores among the items ranged from 0.750 to
0.836, which shows the reliability of the items is acceptable. Additionally, parenting had the
highest mean among the other subscales. See Table 5 for more information.
The mean among the items in the Emotional Well-being subscale ranged from 2.250 to
2.768. “My family members have some time to pursue their own interest” had the highest mean
(2.768) while “My family has outside help available to us to take care of special needs of family
members with disability” had the lowest mean (2.250). The alpha coefficient scores among the
items ranged from 0.668 to 0.777 with item E4 “My family has friends or others who provide
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Table 5
Descriptive Statistics for Family Quality of Life Domain Items
Family Quality of Life Variables
N
M

SD

Alpha

Parenting (alpha = 0.829902)
P1 help the children learn to be independent.

56

3.321

0.716

0.790

P2 help the children with school work and
activities.
P3 teach the children how to get along with
others.
P4 knows other people in the children’s lives

56

3.250

0.745

0.750

56

3.375

0.752

0.787

56

3.536

0.631

0.836

P5 have time to take care of the needs of every
56
3.182
0.841
child.
Note: Response scale ranges from 1 (strongly disagree) to 4 (strongly agree)

0.809

support” having the lowest and less than acceptable alpha coefficient score. The Emotional
Well-being subscale also had the lowest mean (2.606) among all the other subscales (see Table
6).
Table 6
Descriptive Statistics for Family Quality of Life Domain Items
Family Quality of Life Variables
N

M

SD

Alpha

Emotional Well-being (alpha = 0.783917)
E1 support we need to relieve stress

56

2.673

0.795

0.668

E2 friends or others who provide support.

56

2.750

0.694

0.733

E3 some time to pursue their own interests.

56

2.768

0.809

0.739

E4 outside help to take care of special needs.

56

2.250

0.837

0.777

Note: Response scale ranges from 1 (strongly disagree) to 4 (strongly agree)

The mean among the items in the Physical/Material Well-being subscale ranged from
2.96 to 3.232. “My family members have transportation to get to the places they need to be” had
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the highest mean (3.232) while “My family has a way to take care of our expenses” had the
lowest mean (2.89). The alpha coefficient scores among the items ranged from 0.796 to 0.860,
which shows the reliability of the items. See Table 7 for more information.
Table 7
Descriptive Statistics for Family Quality of Life Domain Items
Family Quality of Life Variables
n

M

SD

Alpha

Physical/Material Well-being (alpha = 0.829902)
PM1 transportation to get to the places they need to be.

56

3.23

0.738

0.860

PM2 dental care when needed.

56

2.96

0.808

0.796

PM3 medical care when needed.

56

3.14

0.724

0.793

PM4 a way to take care of our expenses.

56

2.89

0.802

0.824

PM5 feels safe at home, work, school and in our

56

3.09

0.799

0.846

neighborhood.
Note. Response scale ranges from 1 (strongly disagree) to 4 (strongly agree)
The mean among the items in the Disability-related Support subscale ranged from 2.57 to
2.88. “My family member with special needs has support to make progress at home” had the
highest mean (2.88) while “My family member with special needs has support to make progress
at school/workplace” had the lowest mean (2.57). The alpha coefficient scores among the items
ranged from 0.802 to 0.849, which showed the reliability of the items. Disability-related support
had the second lowest mean (2.71) among the subscales. See Table 8 for more detailed
information.
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Table 8
Descriptive Statistics for Family Quality of Life Domains Items
Family Quality of Life Variables
n
M

SD

Alpha

Disability-Related Support (alpha = 0.863662)

56

D1 support to make progress at school/workplace.

56

2.57

0.917

0.802

D2 support to make progress at home.

56

2.88

0.788

0.814

D3 support to make friends

56

2.64

0.819

0.837

D4 good relationship with the service providers.

56

2.71

0.809

0.849

Note: Response scale ranges from 1 (strongly disagree) to 4 (strongly agree)

Summary. Overall, parenting had the highest mean (3.332), followed by family
interaction (3.204), then physical/material well-being (3.068) for family quality of life, while
emotional well-being and disability-related support had the lowest means of 2.606 and 2.71,
respectively, which indicate family quality of life was less satisfactory in those areas.

Question Research 2: What is the relation between parents’ perceived quality of life for a
family raising a child with ASD in The Bahamas and the following variables: family status
(married, not married, but living together, separated, divorce, single), severity level of ASD
(mild, moderate, or severe), gender of child, family income, and parents’ educational
background?
Family Interaction
The summary statistics of the multiple regression model predictors for family interaction
in Table 9 show the relationship of family interaction raising a child with ASD in The Bahamas
and the six variables (marital status, family income, level of severity of ASD diagnosis, child’s
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gender, father’s/guardian educational level, and mother’s/guardian educational level). The Rsquare revealed that 80% of the variance in family interaction can be explained by all the
predictors.
Table 9
Multiple Regression Model for Predictors of Family Interactions
Standard
Predictor
Estimate
Error
INTERCEPT
2.84
0.63

t-value

p-value

4.50

0.00

Marital Status
Single

0.66

0.37

1.79

0.10

Married

0.55

0.27

2.04

0.06

Divorce

0.18

0.42

0.42

0.68

Not married but living together

-0.43

0.49

-0.88

0.40

Separated

0.00

.

.

.

Mild

-0.17

0.42

-0.45

0.66

Moderate

-0.17

0.33

-0.54

0.60

Severe

0.00

.

.

.

$10,000 – 19,000

-0.22

0.86

-0.25

0.80

$150+

-0.75

0.81

-0.93

0.37

$20,000 – 29,999

-0.54

0.87

-0.63

0.54

$30,000 – 39,999

-0.38

0.85

-0.44

0.67

$40,000 – 49,999

-1.15

0.93

-1.23

0.24

$50,000 – 59,999

0.08

1.23

0.07

0.95

$60,000 – 69,000

-0.29

0.98

-0.30

0.77

$70,000 – 79,999

0.29

0.67

0.44

0.67

$80,000 – 89,999

0.27

1.11

0.24

0.81

$90,000 – 99,999

0.00

.

.

.

Severity Level of Diagnosis

Family Income
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Table 9 (Continued)
Predictors

Estimate Standard t-value
Error

p-value

Female

0.44

0.28

1.57

0.14

Male

0.00

.

.

.

10-12 grades

0.59

0.96

0.61

0.55

Trade school

0.35

0.84

0.41

0.69

Associate degree

0.47

0.72

0.65

0.53

Bachelor’s degree

0.28

0.97

0.28

0.78

Graduate/Professional degree

0.00

.

.

.

10-12 grades

-0.06

0.46

-0.12

0.91

Trade school

0.37

0.46

0.80

0.44

Associate degree

0.16

0.36

0.46

0.65

Bachelor’s degree

-0.04

0.33

-0.13

0.90

Graduate/Professional degree

0.00

.

.

.

Gender of child with ASD

Father/Guardian’s Education level

Mother/Guardian’s Education level

Note: n = 38 R² = 0.80

Marital status. For families where the couple is married, their interaction was found to
be .55 higher than those where the couple is separated, when holding other predictors constant (t
= 2.04, p = .06 > .05). However, this was not statistically significant. Additionally, for families
where the parents are single, their interaction was found to be .66 higher than those where the
couple is separated when holding other predictors constant (t = 1.29, p = 09 ˃ .05), but this was
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not statistically significant. However, for families where the couple is divorced, their interaction
was found to be 0.17 slightly higher than the couple who are separated when holding other
predictors constant (t = 0.42, p = 07 ˃ 0.5), while families where the couple is not married but
living together was found to be -0.43 lower than those where the couple is separated when
holding other predictors constant (t = -0.88, p = .39 ˃.05). However, neither were statistically
significant.
Severity level of diagnosis and gender of child. For families with a child with
moderate autism, their interaction was found to be 0.17 lower than those where the child has
severe autism when controlling for other predictors (t = -0.54, p = 0.7 ˃ .05) while the interaction
for families with a child with mild autism was found to be 0.19 lower than those where the child
has severe autism when controlling other predictors (t = 0-45, p = .65 ˃ .05). However, neither
were statistically significant. Additionally, when holding other predictors constant (t = -0.69, p =
.50 ˃ .05), interaction for families with girls was found to be 0.44 higher than families with boys,
but this was not statistically significant.
Family income. Family income was another predictor assessed for family interactions.
For families with an income of $50,000 – 59,999, their interaction was found to be 0.81 higher
than families with an income of $90,000- 99,999 when controlling for other predictors (t = 0.07,
p = .94 ˃ .05), but this was not statistically significant. However, interactions for families with
an income of $20,000 – 29,999 was found to be 0.54 lower than families with the income of
$90,000 – 99,999 when controlling for other predictors (t = -0.63, p = .54 ˃.05). Nevertheless, it
was not statistically significant.
Parent/Guardian educational level. Parent/guardian educational level was another
predictor assessed for family interaction. For families where the father/guardian’s education
67

level was 10-12 grades, it was found family interaction would be 0.59 higher than families where
the father’s/guardian education level was graduate/professional degree when holding other
predictors constant (t =0.61, p = .55 ˃ .05); family interaction was expected to be 0.47 higher for
families with father/guardian’s education of an associate degree than father’s/guardian education
level of a graduate/professional degree. For families where the mother/guardian’s education
level was trade school, the family interaction was found to be 0.37 higher than families where
mother/guardian education level was a graduate/professional degree while controlling other
predictors constant (t = 0.80, p = .43 ˃ .05, and for mother/guardian’s education with a
bachelor’s degree, family interaction was found to be 0.04 lower for family interaction than
families with mother/guardian’s graduate/professional degree, while holding other predictors
constant (t = -0.13, p = .90 ˃ .05). However, neither were statistically significant.
Parenting
The summary statistics of multiple regression model for predictors of parenting in Table
10 shows the relationship of Parenting for families raising a child with ASD in The Bahamas and
the six variables (marital status, family income, level of severity of ASD diagnosis, child’s
gender, father’s/guardian educational level, and mother’s/guardian educational level). The Rsquare revealed that 89% of the variance in parenting can be explained by all the predictors.
Marital status. For families where the couple is single, their parenting was found to be
.025 higher than those where the couple is separated, when holding other predictors constant (t =
0.07, p = 0.95 > .05), but this was not statistically significant. However, for families where the
parents are not married, but living together, their parenting was found to be 0.46 lower than those
where the couple is separated when holding other predictors constant (t = -0.91, p = .38 ˃ .05).
However, this was not statistically significant.
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Table 10
Multiple Regression Model for Predictors of Parenting
Standard
Predictor
Estimate
Error
INTERCEPT
2.42
0.65

t-value

p-value

3.73

0.01

Marital status
Single

0.03

0.38

0.07

0.95

Married

-0.22

0.28

-0.77

0.45

Divorced

-0.31

0.43

-0.73

0.48

Not married but living together

-0.46

0.51

-0.91

0.38

Separated

0.00

.

.

.

Mild

1.24

0.43

2.87

0.01

Moderate

0.73

0.33

2.19

0.05

Severe

0.00

.

.

.

$10,000 – 19,999

-1.65

0.89

-1.86

0.09

$150+

-1.69

0.83

-2.02

0.07

$20,000-29,999

-1.67

0.89

-1.87

0.09

$30,000-39,999

-2.16

0.88

-2.46

0.03

$40,000-49,999

-2.38

0.96

-2.48

0.03

$50,000-59,999

-2.73

1.27

-2.15

0.05

$60,000-69,000

-1.85

1.01

-1.83

0.09

$70,000 – 79,999

-2.06

0.69

-3.00

0.01

$80,000- 89,999

-1.73

1.15

-1.51

0.16

$90,000-99,999

0.00

.

.

.

Severity level of diagnosis

Family Income
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Table 10 (Continued)
Predictor

Estimate

Standard
Error

t-value

p-value

Female

-0.43

0.29

-1.49

0.16

Male

0.00

.

.

.

10-12 grades

1.75

0.99

1.77

0.10

Trade school

1.59

0.86

1.85

0.09

Associate degree

1.37

0.74

1.86

0.09

Bachelor’s degree

1.22

1.00

1.22

0.25

Graduate/Professional degree

0.00

.

.

.

10-12 grades

-0.74

0.47

-1.57

0.14

Trade school

-0.91

0.47

-1.92

0.08

Associate degree

0.09

0.36

0.25

0.81

Bachelor’s degree

-0.20

0.34

-0.58

0.57

Graduate/Professional degree

0.00

.

.

.

Gender of child

Father/Guardian’s Education level

Mother/Guardian’s Education level

Note: n = 38 R² = 0.89

Severity level of diagnosis and gender of child. For families with a child with mild
autism, their parenting was found to be 1.24 higher than those where the child has severe autism
when controlling for other predictors (t = 2.87, p = 0.01˂ .05), which was statistically significant.
While parenting for families with a child with moderate autism was found to be 0.73 higher than
those where the child has severe autism when controlling other predictors (t = 2.19, p = .05 =
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.05), which was also statistically significant. However, when holding other predictors constant (t
= -1.49, p = .16 ˃ .05), parenting for families with girls was found to be 0.43 lower than families
with boys, which was not statistically significant.
Family income. Family income was another predictor assessed for parenting. Parenting
was low for all levels of family income. However, for families with an income of $50,000 –
59,999, their parenting was found to be the lowest at 2.73, lower than families with an income of
$90,000- 99,999 when controlling for other predictors (t = -2.15, p = .05 = .05), which was
statistically significant.
Parent/guardian educational level. Parents educational level was another predictor
assessed for parenting, and for father’s/guardian education level, all were higher than
graduate/professional level while holding other predictors constant. See Table 10 for more
information. However, families where the father/guardian’s education level was 10-12 grades, it
was found parenting was 1.75 higher than families where the father’s/guardian education level
was graduate/professional degree while holding other predictors constant (t = 1.77, p = .10 ˃
.05), which was the highest among the other educational levels but was not statistically
significant. For families where the mother/guardian’s education level was an associate degree,
parenting was found to be 0.09 higher than families where mother/guardian education level was
a graduate/professional degree while controlling other predictors constant (t = 0.25, p = .81 ˃
.05), which was not statistically significant. Additionally, families for mother/guardian’s
education for trade school parenting was found to be 0.91 lower for family interaction than
families with mother/guardian’s graduate/professional degree, while holding other predictors
constant (t = -1.92, p = .08 ˃ .05), but was not statistically significant.
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Emotional Well-being
The summary statistics of the multiple regression model for predictors of emotional wellbeing in Table 11 shows the relationship of emotional well-being of families raising a child with
ASD in The Bahamas and the six variables (marital status, family income, level of severity of
ASD diagnosis, child’s gender, father’s/guardian educational level, and mother’s/guardian
educational level). The R-square revealed that 86% of the variance in emotional well-being can
be explained by all the predictors.
Marital status. For families where the parent is single, their emotional well-being was
found to be 0.21 higher than those where the couple is separated when holding other predictors
constant (t = 0.46, p = .65 ˃ .05), but this was not statistically significant. However, for families
where the parents are married, their emotional well-being was found to be 0.41 lower than those
where the couple is separated when holding other predictors constant (t = -0.77, p = .46 ˃ .05).
Again, this was not statistically significant.
Severity level of diagnosis and gender of child. For families with a child with mild
autism, their emotional well-being was found to be 0.83 lower than those where the child has
severe autism when controlling for other predictors (t = -1.57, p = 0.14 ˃ .05) which was not
statistically significant; and emotional well-being for families with a child with moderate autism
was found to be 0.45 lower than those where the child has severe autism when controlling other
predictors (t = -1.10, p = 0.3 ˃.05) which was also not statistically significantly. Additionally,
when holding other predictors constant (t = 0.30, p = .77 ˃ .05), emotional well-being for
families with girls was found to be 0.10 higher than families with boys, which was not
statistically significant.
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Table 11
Multiple Regression Model for Predictors of Emotional Well-being
Standard
Predictor
Estimate
Error
0.79
INTERCEPT
3.03

t-value

p-value

3.84

0.002

Marital status
Single

0.21

0.46

0.46

0.66

Married

-0.40

0.34

-1.19

0.26

Divorced

-0.41

0.53

-0.77

0.46

Not married but living together

-0.24

0.61

-0.39

0.70

Separated

0.00

.

.

.

Mild

-0.83

0.53

-1.57

0.14

Moderate

-0.45

0.41

-1.10

0.29

Severe

0.00

.

.

.

$10,000 – 19,999

1.45

1.08

1.34

0.20

$150,000 +

2.03

1.01

2.00

0.07

$20,000 – 29,999

1.62

1.08

1.50

0.16

$30,000 – 39,999

1.45

1.07

1.36

0.198

$40,000 – 49,999

1.11

1.16

0.95

0.36

$50,000 – 59,999

3.19

1.54

2.07

0.06

$60,000 – 69,999

1.62

1.23

1.31

0.21

$70,000 – 79,999

1.21

0.83

1.45

0.17

$80,000 – 89,999

2.39

1.39

1.71

0.11

$90,000- 99,999

0.00

.

.

.

Severity level of diagnosis

Family Income
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Table 11 (Continued)
Estimate

Standard
Error

t-value

p-value

Female

0.10

0.35

0.30

0.77

Male

0.00

.

.

.

10-12 grades

-2.04

1.20

-1.70

0.12

Trade school

-1.97

1.05

-1.87

0.09

Associate degree

-1.79

0.90

-2.00

0.07

Bachelor’s degree

-2.81

1.22

-2.30

0.04

Graduate/Professional degree

0.00

.

.

.

10-12 grades

0.47

0.57

0.82

0.43

Trade school

0.85

0.58

1.48

0.17

Associate degree

0.89

0.44

2.03

0.06

Bachelor’s degree

1.13

0.42

2.71

0.02

Graduate/Professional degree

0.00

.

.

.

Predictor
Gender of child

Father/Guardian’s Education level

Mother/Guardian’s Education level

Note: n = 38 R² = 0.86
Family income. Family income was another predictor assessed for emotional wellbeing. For families with an income of $50,000 – 59,999, their emotional well-being was found
to be 3.19 higher than families with an income of $90,000- 99,999 when controlling for other
predictors (t = -2.15, p = .05 = .05, which was statistically significant. However, for families
with an income of $40,000 – 49,999, their emotional well-being was found to be 1.11 higher than
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families with an income of $90,000 – 99,999 when controlling for other predictors (t = 0.95, p =
.36 ˃ .05) which was not statistically significant.
Parent/Guardian educational level. Parent educational level was another predictor
assessed for emotional well-being. For families where the father/guardian’s education level was
a bachelor’s degree, it was found emotional well-being was 2.81 lower than families where the
father’s/guardian education level was graduate/professional degree while holding other
predictors constant (t = -2.30, p = .04 ˂ .05) which was the lowest among the other educational
levels, and statistically significant. Whereas, for mother/guardian’s education level, all were
higher than graduate/profession level while holding other predictors constant. However, for
families where the mother/guardian’s education level was a bachelor’s degree, emotional wellbeing was found 1.13 higher than families where the mother/guardian’s education level was
graduate/professional degree while holding other predictors constant (t = 2.71, p = .02 ˂ .05),
which was the highest among the other educational levels, and statistically significant.
Physical/Material Well-being
The summary statistics of the multiple regression model for predictors of
physical/material well-being in Table 12 shows the relationship of Physical/Material Well-being
of families raising a child with ASD in The Bahamas and the six variables (marital status, family
income, level of severity of ASD diagnosis, child’s gender, father’s/guardian educational level,
and mother’s/guardian educational level). The R-square revealed 78% of the variance in
physical/material well-being can be explained by all the predictors.
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Table 12
Multiple Regression Model of Predictors of Physical/Material Well-being
Standard
Predictor
Estimate
t-value
Error
0.96
INTERCEPT
3.08
3.21

p-value
0.01

Marital status
Single

0.34

0.56

0.61

0.55

Married

0.20

0.41

0.48

0.64

Divorced

-0.72

0.64

-1.13

0.28

Not married but living together

-0.22

0.75

-0.30

0.77

Separated

0.00

.

.

.

Mild

0.39

0.64

0.61

0.55

Moderate

0.50

0.50

1.00

0.34

Severe

0.00

.

.

.

$10,000 – 19,999

-0.36

1.31

-0.27

0.79

$150,000 +

0.61

1.23

0.49

0.63

$20,000 – 29,999

-0.76

1.32

-0.58

0.57

$30,000 – 39,999

-0.55

1.30

-0.42

0.68

$40,000 – 49,999

-0.79

1.42

-0.56

0.59

$50,000 – 59,999

-0.54

1.88

-0.29

0.78

$60,000 – 69,999

-0.21

1.50

-0.14

0.89

$70,000 – 79,999

0.09

1.02

0.09

0.93

$80,000 – 89,999

-0.01

1.70

-0.00

0.10

$90,000- 99,999

0.00

.

.

.

Severity level of diagnosis

Family Income
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Table 12 (Continued)
Predictor

Estimate

Standard
Error

t-value

p-value

Female

0.21

0.42

0.50

0.63

Male

0.00

.

.

.

10-12 grades

0.46

1.46

0.32

0.76

Trade school

0.49

1.28

0.38

0.71

Associate degree

-0.59

1.09

-0.54

0.60

Bachelor’s degree

0.28

1.48

0.19

0.85

Graduate/Professional degree

0.00

.

.

.

10-12 grades

-0.87

0.70

-1.24

0.24

Trade school

-0.17

0.71

-0.24

0.81

Associate degree

-0.57

0.53

-1.07

0.31

Bachelor’s degree

-0.44

0.51

-0.86

-41

Graduate/Professional degree

0.00

.

.

.

Gender of child

Father/Guardian’s Education level

Mother/Guardian’s Education level

Note: n = 38 R² = 0.78
Marital status. For marital status, single and married parents had the highest estimates
for physical/material well-being than parents who were separated while holding other predictors
constant; not married but living together and divorced parents had the lowest estimates for
physical/material well-being than parents who were separated while holding other predictors
constant. For families where the parent is single, their physical/material well-being was found to
be .35 higher than those where the couple is separated when holding other predictors constant (t
77

= 0.61, p = .55 ˃ .05), which was not statistically significant. However, for families where the
parents are divorced, their physical/material well-being was found to be 0.72 lower than those
where the couple is separated when holding other predictors constant (t = -1.13, p = .28 ˃ .05),
but was not statistically significant.
Severity level of diagnosis and gender of child. For families with a child with mild
autism, their physical/material well-being was found to be .39 higher than those where the child
has severe autism when controlling for other predictors (t = 0.61, p = .55 ˃ .05) which was not
statistically significant; and physical/material well-being for families with a child with moderate
autism was found to be .50 higher than those where the child has severe autism when controlling
other predictors (t = 1.00, p = .34 ˃.05) which was not statistically significant. Additionally,
when holding other predictors constant (t = 0.50, p = .63 ˃ .05), physical/material well-being for
families with girls was found to be .21 higher than families with boys, which was not statistically
significant.
Family income. Family income was another predictor assessed for physical/material
well-being. For families with an income of $150,000 and above, their physical/material wellbeing was found to be 0.61 higher than families with an income of $90,000- 99,999 when
controlling for other predictors (t = 0.49, p = .63 ˃ .05), but this was not statistically significant.
However, for families with an income of $40,000 – 49,999, their physical/material well-being
was found to be 0.79 lower than families with an income of $90,000 – 99,999 when controlling
for other predictors (t = -0.56, p = .57 ˃ .05), which was also not statistically significant.
Parent/guardian educational level. Parent educational level was another predictor
assessed for physical/material well-being. For families where the father/guardian’s education
level was trade school, physical/material well-being was found to be 0.49 higher than families
78

where the father’s/guardian education level was graduate/professional degree while holding other
predictors constant (t = -.38, p = .71 ˂ .05), which was the highest among the other educational
levels but not statistically significant. For families where the father/guardian’s education level
was an associate degree, physical/material well-being was found to be 0.59 lower than families
where the father/guardian’s education level was graduate/professional degree while holding other
predictors constant (t = -0.54, p = .60 ˃ .05) which was not statistically significant. Whereas, for
mother/guardian’s education level, all were lower than graduate/profession level while holding
other predictors constant. However, families where the mother/guardian’s education level was
10-12 grades, physical/material well-being was found to be 0.87 lower than families where the
mother/guardian’s education level was graduate/professional degree while holding other
predictors constant (t = -1.24, p = .24 ˂ .05), which was the lowest among the other educational
levels, but was not statistically significant.
Disability-related Support
The summary statistics of the multiple regression model of predictors of disability-related
support in Table 13 shows the relationship of disability-related support of families raising a child
with ASD in The Bahamas and the six variables (marital status, family income, level of severity
of ASD diagnosis, child’s gender, father’s/guardian educational level, and mother’s/guardian
educational level). The R-square revealed 81% of the variance in disability-related support can
be explained by all the predictors.
Marital status. For marital status, single had the highest estimate, and not married but
living together had the lowest estimate for disability-related support while holding other
predictors constant. For families with single marital status, their disability-related support was
founded to be 0.62 higher than those where the couple is separated while holding other predictors
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Table 13
Multiple Regression Model of Predictors for Disability-related Support
Standard
Predictor
Estimate
t-value
Error
1.06
INTERCEPT
4.99
4.71

p-value
0.00

Marital status
Single

0.62

0.62

1.00

0.34

Married

-0.26

0.46

-0.57

0.58

Divorced

-0.59

0.71

-0.83

0.42

Not married but living together

-0.87

0.83

-1.05

0.31

Separated

0.00

.

.

.

Mild

-0.85

0.71

-1.21

0.25

Moderate

-0.74

0.55

-1.35

0.20

Severe

0.00

.

.

.

$10,000 – 19,999

0.41

1.45

0.28

0.77

$150,000 +

0.89

1.36

0.65

0.53

$20,000 – 29,999

0.62

1.46

0.43

0.68

$30,000 – 39,999

0.89

1.44

0.62

0.55

$40,000 – 49,999

0.84

1.57

0.54

0.60

$50,000 – 59,999

2.00

2.08

0.96

0.35

$60,000 – 69,999

1.08

1.66

0.65

0.53

$70,000 – 79,999

0.55

1.12

0.49

0.64

$80,000 – 89,999

2.33

1.87

1.24

0.24

$90,000- 99,999

0.00

.

.

.

Severity level of diagnosis

Family Income
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Table 13 (Continued)
Predictor

Estimate

Standard
Error

t-value

p-value

Female

0.62

0.47

1.31

0.21

Male

0.00

.

.

.

10-12 grades

-1.76

1.62

-1.09

0.30

Trade school

-1.94

1.41

-1.37

0.19

Associate degree

-1.24

1.21

-1.03

0.32

Bachelor’s degree

-1.62

1.64

-0.99

0.34

Graduate/Professional degree

0.00

.

.

.

10-12 grades

-0.40

0.77

-0.52

0.61

Trade school

0.82

0.78

1.05

0.31

Associate degree

-0.32

0.59

-0.54

0.60

Bachelor’s degree

-0.19

0.56

-0.33

0.74

Graduate/Professional degree

0.00

.

.

.

Gender of child

Father/Guardian’s Education level

Mother/Guardian’s Education level

Note: n = 38 R² = 0.81
constant (t = 1.00, p = .34 ˃ .05) which was not statistically significant. For families where the
couple was living together, but not married, disability-related support was found to be 0.87 lower
than those where the couple is separated while holding other predictors constant (t = -1.05, p =
.31 ˃ .05) which was also not statistically significant.
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Severity level of diagnosis and gender of child. For families with a child with mild
autism, their disability-related support was found to be 0.85 lower than those where the child has
severe autism when controlling for other predictors (t = -1.21, p = .25 ˃ .05) which was not
statistically significant; while disability-related support for families with a child with moderate
autism was found to be 0.74 lower than those where the child has severe autism when controlling
other predictors (t = -1.35, p = .20 ˃.05) which was also not statistically significant.
Additionally, when holding other predictors constant (t = 1.31, .p = 21 ˃ .05), disability-related
support for families with girls was found to be .62 higher than families with boys and was not
statistically significant.
Family income. Family income was another predictor assessed for disability-related
support. All the family income levels were higher for disability-related support than the income
of $90,000 – 99,999 when controlling for other predictors. However, family income of $30,000
– 39,999 and $150,00 and above were the highest predictors. For families with an income of
$150,000 and above, their disability-related support was found to be 0.89 higher than families
with an income of $90,000- 99,999 when controlling for other predictors (t = 0.65, p = .53 ˃ .05),
and for families with an income of $30,000 – 39,999, their disability-related support was
expected to be 0.89 higher than families with an income of $90,000 – 99,999 when controlling
for other predictors (t = 0.62, p = .55 ˃ .05). However, none were statistically significant.
Parent/guardian educational level. Parent educational level was another predictor
assessed for disability-related support. All the educational levels for father/guardian disabilityrelated support were lower than the disability-related support for those where the
father/guardian’s education level was graduate/professional degree. However, for families where
the father/guardian’s education level was trade school, disability-related support was found to be
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1.94 lower than families where the father’s/guardian education level was graduate/professional
degree while holding other predictors constant (t = -1.37, p = .19 ˃ .05), which was the lowest
among the other educational levels, and not statistically significant. For families where the
mother/guardian’s education level was trade school, it was found disability-related support was
0.82 higher than the graduate/profession level while holding other predictors constant (t = 1.05,
p = .31 ˃ .05) which was not statistically significant. For families where the mother/guardian’s
education level was 10-12 grades, disability-related support was found to be 0.40 lower than
families where the mother/guardian’s education level was graduate/professional degree while
holding other predictors constant (t = -0.52, p = .61 ˂ .05), which was the lowest among the other
educational levels, and not statistically significant.

Question Research 3: What is the relation between parent perceptions of physical/material
well-being and family interactions?
There is a positive relationship between family interaction and physical/material wellbeing. It is a moderate to strong correlation (.4685). See Table 14 for the information. Cohen
(1988) provided a guideline to determine the strength of the relationship between two variables
and defined a small correlation with a value of 0.1 as a weak correlation; a medium correlation of
0.3 as moderate, and a large correlation of 0.5 or greater as a strong correlation (Cohen, 1988).
Table 14
Correlations between Physical/Material Well-being and Family Interactions variables
Family
Physical/Material Well-being

0.46850
0.0003
Note. Pearson correlation coefficient = .4685; p-value = 0.0003
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Question Research 4: What is the relation between parent perceptions of physical/material
well-being and disability related support?
There is a positive relationship between physical well-being and disability-related
support. It is a strong correlation (.55123). Cohen (1988) provided a guideline to determine the
strength of the relationship between two variables and defined a small correlation with a value of
0.1 as a weak correlation; a medium correlation of 0.3 as moderate, and a large correlation of 0.5
or greater as a strong correlation (Cohen, 1988).
Table 15
Correlations between Physical/Material Well-being and Disability-related Support
Disability-related Support
0.55123
˂.0001
Note. Pearson correlation coefficient = .55123; p-value = 0.0001
Physical/Material Well-being

Question Research 5: What are parent perceptions of the resource services received by
families raising a child with autism spectrum disorder in The Bahamas?
Self-directed research (n = 11), educational workshop (n = 11), and lack or resources (n =
11) were the major themes identified among the participants for the resources they received
raising a child with ASD in The Bahamas. “Very little support” and no support (n = 11) under
the theme of lack of resources was the most frequent perception mentioned by the participants,
and literacy support coach (n = 1) and government aid (n = 1) were the least frequent. Parents
might get their information from “personal research” or “education and training through Reach
Organization.” See Table 16 for more information.
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Table 16
Resources Services
Types of Resources

Number of Responses

Self-directed Research

6

Personal research

2

Online resources

4

Educational Workshop

11

Literacy support coach

1

Non-profit organization/school educational workshop

9

Government aide

1

Lack of Resources

26

Limited and no support

26

Note: Participants were allowed to identify more than one resources received

Question Research 6: What are parent perception of the intervention/therapy services
received by children with autism spectrum disorder in The Bahamas?

Evidence-based interventions (n = 44), social-skills training (n = 4), and lack of
intervention/therapy (n = 17) were the major themes identified among participants for the types
of intervention/therapy services received by children with ASD in The Bahamas. Evidencebased interventions (n = 44) was the most frequent type of intervention/therapy services
mentioned by the participants, and speech therapy (n = 19) was the most frequent item.
However, “none” (n = 17) was the most frequent response by participants under the lack of
intervention/therapy theme. “Limited ABA therapy” was noted as well has having to travel to
get “occupational therapy in Atlanta.” See Table 17 for more information.
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Table 17
Intervention/Therapy Services
Types of Intervention/Therapy Services

Number of Responses

Evidence-based Interventions

44

Applied Behavior Analysis (ABA)

12

Speech Therapy

19

Occupational Therapy

13

Social Skills Training

4

Floor time Therapy

2

Recreational, audio

1

Executive function sessions at school

1

Lack of Intervention/Therapy

17

Note: Participants were allowed to identify the types of intervention/therapy services

Question Research 7: How have families in The Bahamas been impacted by paying for
services for their child with ASD?
Financial distress (n =38) and financial stability (n = 8) were identified as the major
themes among participants for the impact of paying for services for their child with ASD.
Among the two themes, costly (n= 11), financial challenges (n = 9), and out of pocket expenses
(n = 9) were the most frequent phrases mentioned by the participants, and financial stability (n =
1) and insurance assistance (n = 1) were the least frequent phrase mentioned by the participants.
Examples of statements indicated by participants were: “financial crisis – unable to make ends
meet due to high cost”; “most earnings go towards therapies”; “impacted family negatively –
lack of funds for self-care and entertainment.” See Table 18 for more information.
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Table 18
Financial Impact
Types of Impact

Number of Responses

Financial Distress

38

Costly

11

Financial Challenges

9

Out of pocket expenses

9

Lack of insurance to pay for services

1

Downsized and reduced spending

4

Incurred debts/loans

3

Could not pay for basic needs

1

Financial Security

8

No financial issues

6

Financial stability

1

Insurance assistance

1

Note: Participants were allowed to identify the financial impact of paying out of pocket for
service for their child with ASD.

Question Research 8: How do parents of a child with ASD describe their experiences
seeking resources or intervention services for their child with ASD in The Bahamas?
Dissatisfied (n = 56) and satisfied (n = 4) were the major themes identified among
participants for their experiences seeking resources or intervention services for their child with
ASD in The Bahamas. Among the two themes, limited resources available (n = 24) and
frustrated and challenging (n = 10) were the most frequent phrases mentioned by the participants.
Good experience (n = 4) was the least frequent phrase mentioned by participants. Examples of
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statements indicated by participants were: “extremely frustrating”; “traveling out of country is
costly, but beneficial”; “inadequate services”; “lack of trained staff”; “no resources by
government facilities”; “difficult – limited resources and expensive”; very challenging”; “long
wait list and lack of speech therapists.” See Table 19 for more information.
Table 19
Experiences Seeking Resources and Services
Experiences

Number of Responses

Dissatisfied

53

Frustrated & Challenging

10

Limited resources available

25

Lack of staff training

1

Long waiting list

4

Costly

9

Lack of financial support

5

Satisfied

3

Good experience

3

Note: Participants were allowed to identify their experiences seeking resources and services

Chapter Summary
In this chapter the results for the study were outlined, which described the demographic
characteristics of the participants, preliminary analysis of the scale reliabilities of the FQOL
subscales and correlations between the FQOL v variables, and the findings for the research
questions.
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Chapter 5
Summary, Discussion, Conclusions and Recommendations
The purpose of this study was to identify parent perceptions of the quality of life for a
family raising a child with autism spectrum disorder (ASD) in The Bahamas. This chapter
comprises a summary of the study, discussion of findings, conclusions, and recommendations for
further research.
Summary of Study
This research utilized the Family Quality of Life (FQOL) survey which was developed by
the Beach Center on Disability (2006) to assess parent perceptions of family quality of life
raising a child with ASD in The Bahamas. There are no statistical data to determine the exact
number of families in The Bahamas with a child with ASD. However, from the schools and nonprofit organizations that offer services to families of children with ASD, it was estimated that the
survey was sent to about 150 families. Additionally, the study was shared on Facebook with a
total of 6,000 likes. The resulting sample of participants included 56 parents/guardians of a child
with ASD. This was a purposive sample, not a probability sample, to survey parents of children
with autism living in The Bahamas.
The instrument was administered between January 29 through February 18, 2018 to
parents of children with ASD living in The Bahamas. The FQOL survey link was sent
electronically through Google Form software to the participants by professional contacts at nonprofit organizations who offer educational resources and support to families of children with
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ASD, and principals or directors at schools that provide educational services to children with
ASD in The Bahamas.
This study sought to identify parent perceptions of the quality of life for a family raising a
child with ASD in The Bahamas. Also, this study investigated the relation between parent
perceived quality of life for a family raising a child with ASD and the following variables:
family status (parent marital status), diagnosis of ASD (level of severity, mild, moderate or
severe), family socioeconomic status (family income), gender of child and parent educational
background. The study further examined the correlations between parent perceptions of
physical/material well-being and family interactions, and the relation between parent perceptions
of physical/material well-being and disability related support. Finally, parent perceptions of
resource services, intervention/therapy services received by families, how families were
impacted by paying for these services, and experiences seeking such resources were investigated
through open-ended questions.
This research utilized a quantitative design using descriptive statistics, including
correlation and multiple regression. Coding was used to analyze participants’ responses to openended questions (5-8). Eight research questions were used to guide this study:
1. What are parents’ perceived quality of life for a family raising a child with autism
spectrum disorder (ASD) in The Bahamas?
2. What is the relation between parent perceived quality of life for a family raising a child
with ASD and the following variables: family status (parent marital status), diagnosis of
ASD (level of severity, mild, moderate or severe), family socioeconomic status (family
income), gender of child and parent educational background?

90

3. What is the relation between parent perceptions of physical/material well-being and
family interactions?
4. What is the relation between parent perceptions of physical/material well-being and
disability related support?
5. What are parent perception of the resource services received by families raising a child
with ASD in The Bahamas?
6. What are parent perception of the intervention/therapy services received by children with
ASD in The Bahamas?
7. How have families in The Bahamas been impacted by paying for services for their child
with ASD?
8. How do parents of a child with ASD describe their experiences seeking resources or
intervention services for their child in The Bahamas?
Discussion of Findings
Correlation of Family Quality of Life Subscales. The correlation analysis revealed that
physical/material well-being and disability-related support had a positive and strong relationship
with quality of life as opposed to the other subscales (family interactions, parenting, and
emotional well-being) when correlated. This appeared consistent with many of the responses
indicated by participants in the open-ended questions about the lack of resources for their child
with ASD and the financial challenges and distress experienced. However, as it relates to
physical/material well-being, parenting had the weakest relationship with this subscale.
Emotional well-being and disability-related support also had a positive and strong
relationship. Not having the resources (intervention/therapy services) for a child with ASD can
impact the emotional well-being of a parent (Bitsika & Sharpley, 2004; Koydemir & Tosun,
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2009; Naseef, 2001). As mentioned, many of the participants indicated frustration and
challenges encountered seeking intervention and therapy services for their child. Previous
studies also showed similar findings (Hutton & Caron, 2005). Additionally, there was a weak
relationship between parenting and all the other subscales (family interaction, physical/material
well-being, disability-related support).
Scale Reliabilities. The Cronbach alpha coefficients criterion was used to determine the
reliability of the FQOL instrument and its items. The alpha coefficients for all the measured
composite subscales for the instrument ranged from .77 to .86 (see Table 2). Disability-related
support had the highest alpha (.86), while emotional well-being had the lowest (.78). This
indicates that the instrument was also reliable for this population; this was a similar finding by
Hoffman, Marquis, Poston, Summers, and Turnbull (2006).
Research Question 1: What are parents perceived quality of life for a family raising
a child with autism spectrum disorder (ASD) in The Bahamas? Results for question one
found parenting had the highest mean among all five subscales, followed by family interactions
and physical/material well-being. Emotional well-being and disability-related support had the
lowest means, which suggests these parents were experiencing low quality of life in these areas.
Previous studies also showed parents raising a child with ASD can experience emotional distress
(Bitsika & Sharpley, 2004; Koydemir & Tosun, 2009; Naseef, 2001) and challenges receiving
disability-related support for their child with ASD (Hutton & Caron, 2005; Ludlow, Skelly &
Rohleder, 2011; Montes & Cianca, 2014; Pisula, 2007).
For family interactions, most of the participants enjoyed spending time together with
their family, which was inconsistent with previous research that showed families not being able
to enjoy time together because of the stress experienced (Naseef, 2001). For parenting, many
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participants agreed that the adults in their family know other people in the children’s lives but
were not satisfied when it came to helping the children with school work and activities. The
dissatisfaction may be due to the burden of raising a child with ASD, and not having the energy
or time due to family burden raising a child with ASD (Montes & Cianca, 2014; Pisula, 2007).
Even though emotional well-being was the lowest of all the responses for the subscales, many
participants indicated they had some time to pursue their own interests but finding outside help
available to take care of special needs of family members with disability was a challenge. This
was also revealed by previous studies (Montes & Cianca, 2014; Pisula, 2007;). Most of the
participants indicated their family members had transportation to get to the places they need but
finding a way to take care of their expenses was a challenge (physical/material well-being). This
is consistent with previous studies that showed parents experienced financial issues having to
pay for the cost of treatments or leaving a job to stay at home to care for their child (Koydemir &
Tosun, 2009; Ludlow, Skelly, & Rohleder, 2011). Another finding revealed while family
members with special needs had support to make progress at home, this was not the same at
school (disability-related support). Previous studies also showed parents faced obstacles and
experienced challenges with the educational system (Brace, 2009; Montes & Cianca, 2014;
Pisula, 2007). Overall, parenting and family interaction had the highest satisfactory responses
for family quality of life, while emotional well-being and disability-related support had the
lowest dissatisfaction responses.
Research Question 2: What is the relation between parent perceived quality of life
for a family raising a child with autism spectrum disorder (ASD) and the following
variables: family status (parent marital status), diagnosis of ASD (level of severity, mild,
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moderate or severe), family socioeconomic status (family income), gender of child and
parent educational background?
Regression analysis for family interactions. The summary statistics of multiple
regression model for predictors of family interactions (see Table 9) shows the relationship of
Family interactions for families raising a child with ASD in The Bahamas and the six variables
(marital status, family income, level of severity of ASD diagnosis, child’s gender,
father/guardian’s educational level, and mother/guardian’s educational level). The R-square
revealed that 80% of the variance in family interactions can be explained by all the predictors.
The predictors were not statistically significant.
Regression analysis for parenting. The summary statistics of multiple regression
model for predictors of parenting (see Table 10) shows the relationship of Parenting for families
raising a child with ASD in The Bahamas and the six variables (marital status, family income,
level of severity of ASD diagnosis, child’s gender, father’s/guardian educational level, and
mother’s/guardian educational level). The R-square revealed that 89% of the variance in
parenting can be explained by all the predictors. The predictors for parenting a child with mild
(p = 0.01) or moderate (p = 0.05) autism were higher than raising a child with severe autism.
These predictors were statistically significant. Studies showed raising a child with autism can be
challenging (Bitsika & Sharpley, 2004; Koydemir & Tosun, 2009; Naseef, 2001).
Regression analysis for emotional well-being. The summary statistics of the multiple
regression model for predictors of emotional well-being (see Table 11) shows the relationship of
emotional well-being of families raising a child with ASD in The Bahamas and the six variables
(marital status, family income, level of severity of ASD diagnosis, child’s gender,

94

father’s/guardian educational level, and mother’s/guardian educational level). The R-square
revealed that 86% of the variance in emotional well-being can be explained by all the predictors.
The results for emotional well-being predicted mother/guardian’s education level of a
bachelor’s degree was predicted higher than graduate/professional degree for emotional wellbeing. This was statistically significant (p = 0.02).
Regression analysis for physical/material well-being. The summary statistics of the
multiple regression model for predictors of physical/material well-being (see Table 12) shows
the relationship of Physical/Material Well-being of families raising a child with ASD in The
Bahamas and the six variables (marital status, family income, level of severity of ASD diagnosis,
child’s gender, father’s/guardian educational level, and mother’s/guardian educational level).
The R-square revealed 78% of the variance in physical/material well-being can be explained by
all the predictors. The results for physical/material well-being found none of the predictors
statistically significant.
Regression analysis for disability-related support. The summary statistics of the
multiple regression model of predictors of disability-related support (see Table 13) shows the
relationship of disability-related support of families raising a child with ASD in The Bahamas
and the six variables (marital status, family income, level of severity of ASD diagnosis, child’s
gender, father’s/guardian educational level, and mother’s/guardian educational level). The Rsquare revealed 81% of the variance in disability-related support can be explained by all the
predictors. The results for disability-related support found none of the predictors statistically
significant.
Research Question 3: What is the relation between parent perceptions of
physical/material well-being and family interactions? Results for question three found there
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was a positive and strong relationship between family interaction and physical/material wellbeing (p = .0003), which showed when families have satisfactory physical/material well-being to
help care for their child with ASD, it can reduce stress and hence create an atmosphere for better
family interactions (Koydemir & Tosun, 2009; Ludlow, Skelly & Rohleder, 2011).
Research Question 4: What is the relation between parent perceptions of
physical/material well-being and disability related support? Results for question four found
there was also a positive and strong relationship between physical/material well-being and
disability-related support (p = .0001). Several studies showed parents with higher
physical/material well-being could provide more therapies or services for their child, while other
parents with lower physical/material well-being had limited or no access to intervention or
services for their child (Hutton & Caron, 2005; Ludlow, Skelly, & Rohleder, 2011).
Research Question 5: What are parent perception of the resource services received
by families raising a child with ASD in The Bahamas? Results for question five found many
of the participants identified lack of resources and limited educational workshops (n = 28) as
resources received raising a child with ASD in The Bahamas. Previous studies (DeGrace, 2004;
Fantaroni, 2012; Hutton & Caron, 2005) showed lack of access or limited access to resources or
services (n = 11) as a variable of impact on the family caring for a child with autism.
Research Question 6: What are parent perception of the intervention/therapy
services received by children with autism spectrum disorder in The Bahamas? Results for
question six found most participants indicated their child received at least one of the evidencebased interventions (applied behavior analysis, speech, occupational therapy) or social-skills for
intervention/therapy services (n = 44), but they indicated financial distress (n = 38) paying for
these services. Previous studies also showed parents experienced challenges seeking
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intervention/therapy services for their child (Hutton & Caron, 2005; Montes & Cianca, 2014;
Pisula, 2007).
Research Question 7: How have families in The Bahamas been impacted by paying
for services for their child with ASD? Results for question seven found most parents indicated
financial distress (n = 44) impacted their family paying for services for their child with ASD,
which was consistent with previous studies that showed family finance was another area
impacted by having a child with ASD (Fletcher, Markous & Bryden, 2012; Koydemir & Tosun,
2009; Ludlow, Skelly, & Rohleder, 2011).
Research Question 8: How do parents of a child with ASD describe their
experiences seeking resources or intervention services for their child in The Bahamas?
Results for question eight found many participants indicated being dissatisfied (56) seeking
resources or intervention services for their child with ASD in The Bahamas. This finding was
consistent with previous studies (Hutton & Caron, 2005; Ludlow, et al, 2011). Ludlow, et al
(2011) findings of 20 parents of a child with ASD in England revealed the parents experienced
challenges finding support for their child, and they were exhausted with little support, lack of
resources or support from external organization, or no support at all.
Limitations of the Study
There were several limitations identified with this study. One of the limitations was
related to the sampling of this study. The sample selected for this study was limited to a unique
population, parents of children with autism spectrum disorder living in The Bahamas. The
sample was also small with only 56 participants. Therefore, the findings in this study lack the
ability to be generalized.
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Another limitation with this study is that the data were collected from parents’
perceptions, as participants were asked to indicate their quality of life raising a child with ASD
using a survey. This study included no verifiable measures as to the honesty or correctness of
the participants’ answers. Therefore, the information gathered from the participants had to be
accepted as truthful and accurate.
Implications for Practice
There are several implications for practice based on the findings of the research. This
study contributes to possible improvements to the quality of life for families raising a child with
ASD in The Bahamas. Determining the types of educational resources parents of children with
ASD in The Bahamas need will help with designing appropriate programs. Identifying the types
of intervention and therapy services needed will also provide the Ministry of Education in The
Bahamas with information to assist parents by employing qualified professionals who can offer
services such as speech therapists, behavior analysts, occupational therapists, and special
education teachers with specialty in autism spectrum disorder. Additionally, parents can engage
in webinar trainings that can help them become knowledgeable about their child’s condition and
how they may be able to assist them. The government can help defray the cost for families to
have their child assessed for the diagnosis of ASD.
This study will also add to the knowledge base in the adult education field because the
adult education field focuses on the training and development of adult learners. Participants in
this study were the parents (adult learners) of children with ASD in The Bahamas. Results of the
study may inform adult educators who design educational programs and provide information on
the needs of parents of children with ASD. There are limited education programs for this adult
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learner population, particularly in The Bahamas. There is need for adult educators to address the
gaps in limited educational training and resources needed for, and available to, this population.
Reflecting on Mezirow’s Transformation Learning theory, participants shared in the
open-ended questions the frustration and challenges they experienced seeking resources and
services for their child. While they shared their experiences, they also showed they were willing
to do all they could to improve their situation even though there was limited access to resources
and services. The transformational learning they experienced through this process helped them
to realize the challenges and frustration, but also allowed them to continue to seek ways to
achieve the services and resources to help their child and family. When designing training
programs for parents of children with ASD, the Mezirow Transformation Learning theory would
be very helpful in helping parents to share their experiences, while thinking of what they can do
to help improve their situation, and then to pursue those steps to achieve the goal.
From the study, one of the findings showed parents scored lower on the emotional wellbeing variable, which showed they were dissatisfied in this area of their family quality of life.
The results informed my design of several training programs that could help families of children
with ASD gain more information about ASD and acquire educational training and knowledge to
help their child. One of the training programs focuses on coping strategies to use when raising a
child with ASD. Even though, there may be other dynamics that may have impacted their
emotional well-being, this training may help with some coping strategies. Other training
programs could be designed to help families seek disability-related support, which was also a
dissatisfaction among the participants. The Bahamian government can also assist families with
disability-related support (intervention therapies).
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Urie Bronfenbrenner’s (1979) Ecological Theory focuses on the development of an
individual and how that individual’s interaction within his/her environment impacts individual
development and the family. The findings from this study showed how families were impacted
with the lack of resources and services to help their child with ASD and the family with the
necessary resources and services. Bronfenbrenner (1979) identified five environmental levels:
the microsystem, the mesosystem, the exosystem, the macrosystem, and the chronosystem – with
each level impacting differently the development of an individual. The participants’ family
quality of life was impacted by having a child with ASD. If the parents cannot receive the
resources and intervention services to improve their child’s condition, the family can be
impacted negatively. Looking at the mesosystem, which involves community involvement and
policies and laws by the government, this population expressed lack of resources available for
them to assist their child. They also shared that there is lack of qualified staff available to teach
children with ASD, and schools that offered the services were costly. The Bahamian
government can implement laws to ensure that every child with ASD in The Bahamas receives
the educational resources to achieve their educational goals. Additionally, it should seek to
improve its educational system by hiring qualified teachers, speech therapists, and applied
behavior analysts to offer services to children with ASD.
Implications for Research
Further research can be conducted using qualitative research to gather more in-depth
information about the family quality of life for families raising a child with ASD in The
Bahamas. Even though the family quality of life was perceived as satisfactory, many of the
participants expressed frustration and challenges seeking resources and services for their family
and child with ASD. Exploring the culture of the Bahamian people may help to identify how
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they are able to live a satisfactory life while still experiencing frustration and challenges seeking
resources and services for their child. The theory of culture and disability, more specifically
autism (Skinner, Correa, Skinner, & Bailey, 2001; Tincani, Travers, & Boutot, 2010), must also
be considered to understand the experiences of parents raising a child with autism in The
Bahamas. Culture consists of beliefs, faith/religion, values, ritual, traditions and identity
(Danesco, 1997; Ennis-Cole et al., 2013; Herbert & Koulouglioti, 2010; Jegatheesan, Miller &
Fowler, 2010); these elements of culture help influence parents’ experiences or perspectives on
raising a child with autism. Studies showed that for families caring for a child with autism and
holding views and perspectives about autism, their response to the diagnosis and treatments
depend on the family’s culture (Mandell & Novak, 2005; Mercer, Holden, & Lewis, 2006;
Pitten, 2008; Shaked & Bilu, 2006). So, it would be interesting to explore studies in this area to
determine how culture impacts the perspective of the Bahamian parents raising a child with ASD
in The Bahamas.
Emotional well-being was another area that parents scored lower and showed some
dissatisfaction. Further qualitative studies in this area may also gather more detailed information
about what may have contributed to the lower scores in emotional well-being. Although
previous studies showed parents experienced emotional distress and challenges raising a child
with ASD (Bitsika & Sharpley, 2004; Hutton & Caron, 2005; Koydemir & Tosun, 2009; Naseef,
2001), further research with the Bahamian population can highlight what may have contributed
to the dissatisfaction in emotional well-being.
Implications for Personal Professional Practice
Even though this study was a quantitative research study, it was imperative that I used a
journal to help me reflect on my own personal experience while analyzing the data because being
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very close to the data set as a Bahamian parent and a parent of a child with ASD, I thought it was
important to keep a journal to reflect on my own personal experience that may be different or
similar to the findings. Additionally, it allowed me to set aside my biases and to remain
objective.
My journal yielded information about my reflection on the data as I read and analyzed
the findings from the survey and open-ended questions. When I began inputting the data in excel
for preparation to run in SAS, I began to look at some of the responses for each statement and
reflected on the answers given. The statement “my family enjoys spending time together” was
scored mostly with the responses “strongly agree” and “agree”. Even though these parents have
a child with autism, regardless of the severity of mild, moderate or severe, they still enjoyed
spending time together, although this could be challenging based on the literature review from
previous studies conducted. I thought this was a sign of resilience and trying to live a happy life
as best as they can, even with the challenges faced. As a parent of a child with autism, going out
in public and spending time together was very challenging for me, especially when my son was
younger, and his social skills were more deficit, but we did the best we could by being patient
and understanding toward our son and showered him with love and acceptance. The statement
“my family has outside help available to us to take care of special needs of all family members”
received more “disagree” and “strongly disagree” responses than I saw in the other statements. I
was sad to see this, but I also wanted to see this so those in authority in The Bahamas can learn
about this to help these families.
There were a few surprises while analyzing the data. I was quite surprised to find that
single parent had higher predictors for parenting, family interactions, and emotional well-being
even though it was not statistically significant. I thought being a single person would be more
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tasking financially and emotionally. More education didn’t equate to higher predictions for
parenting or family interactions, which was another surprise because I thought with more
education parents would have the ability to seek out more resources and services. However,
higher income seemed to correlate with higher predictions for disability-related support and
physical/material well-being. So, families with more income may be able to afford to pay for
intervention services (applied behavior analysis, or speech therapy).
After receiving feedback from my methodologist and the graduate assistant from the
measurement department, I realized many of the predictors in the regression analysis were not
statistically significant. It was disappointing, but I was relieved to know some of those
predictors were not statistically significant, particularly for single parents because one would
think two parents in a household might improve family quality of life because two parents might
yield more family income, more physical assistance to care for the children, and so forth. The
area for emotional well-being that showed statistically significant for the mother’s and father’s
education was interesting. I tried to think about my own personal life as a Bahamian mother of a
son with autism while living in The Bahamas and how I might relate to the findings.
Before this study, I had been actively engaged in advocacy and academic work related to
ASD. I have five years of experience working with families of children with ASD as an
advocate, volunteer, coach and mentor. I also spent hours of observations in an autism class
working with children with autism while pursuing studies towards a graduate certificate in
Autism Spectrum Disorder. I’ve offered voluntary autism consultancy services to organizations
in relation to programs for families and children with ASD; mentored and coached parents of
children with ASD; and served as a guest speaker at a university special education class on the
topic of parents and teachers collaboration working with children with special needs, specifically
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autism. I also had the wonderful experience to serve as the vice-chair and member on the
constituency board for the Center for Autism and Related Disabilities at the University of South
Florida, and as a committee member for the special education program committee for the
University of The Bahamas. Additionally, while completing my doctoral degree, I have
completed studies for a graduate certificate in Autism Spectrum Disorders. Besides my
academic, professional and voluntary experience, I am a mother of a 10 years old son diagnosed
with ASD, which propelled me to pursue research and work in this area.
One of my goals is to design, develop, and facilitate educational training programs for
parents and families of individuals with ASD, particularly in The Bahamas. Several programs
have been designed thus far. One of the programs is “Coping Strategies for Raising a Child with
ASD.” This program was designed in collaboration with my husband, a counselor educator and
marriage and family therapist, who also works with families with a child with ASD. I have also
created and managed a Facebook page called “Shar Autism Journey – My Personal Journey with
Son” where I share information about my personal experience raising a child with ASD and
provide feedback, strategies and suggestions to followers who seek my assistance to help them
with their child or loved one diagnosed with ASD.
Recommendations for Further Research
There are four recommendations for future research. These recommendations include
the following:
1. This study utilized quantitative methods to determine the quality of life of families
raising a child with ASD in The Bahamas by using a survey and four open-ended
questions. Conducting qualitative research studies using interviews and focus groups
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may provide greater insights into parents’ perceptions of family quality of life raising a
child with ASD.
2. Perhaps the study can be duplicated using a larger sample.
3. Additionally, further study might also explore the emotional well-being of parents and
coping strategies used by the parents.
4. This study relied on the online survey completed by participants. Similar studies could
utilize a paper copy of the survey.
Conclusion
Research has shown having a child with autism spectrum disorder (ASD) can affect
families in many ways (Brace, 2009; DeGrace, 2004; Fantaroni, 2012). Some of the impacts
include family relationship, finances, and access to resources and services to assist with caring
for the social, emotional and academic development of a child with autism (Grindle &
Remington, 2014; Harper et al., 2013; Koydemir & Tosun, 2009; Ludlow, Skelly, & Rohleder,
2011; Montes & Cianca, 2014). However, limited research has shown the impact of autism on
family quality of life in The Bahamas. This study contributes to those findings and identified
parent perceptions of the quality of life for a family raising a child or children with ASD in The
Bahamas. The data from the survey were statistically analyzed using descriptive statistics
including correlation, inferential statistics using multiple regression, and coding for the four
open-ended questions.
The results of this study revealed the family quality of life for parents raising a child with
ASD in The Bahamas was overall satisfactory with family interactions, parenting, and
physical/material well-being showing the most satisfied with the highest average scores, while
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emotional well-being and disability-related support showed the least satisfied with the lowest
average scores.
The results of this study further revealed none of the predictors were statistically
significant for family interaction, physical/material well-being, and disability-related support.
However, there were statistical significance parenting a child with mild or moderate autism; and
mother/guardian’s education level of a bachelor’s degree had the highest estimate and was
statistically significant for emotional well-being. Furthermore, the types of resources, and
intervention/therapy services received by parents were identified, as well as the impact of paying
for those services; and the experiences encountered seeking the resources and services.
This study was significant as it highlighted and added to the knowledge relevant to parent
perceptions of family quality of life raising a child in The Bahamas. Identifying these
perceptions would be useful toward improving services for families of children with ASD in The
Bahamas. In addition, information gathered would assist in further development of effective
programming initiatives specific for this population.
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Appendix A

Informed Consent to Participate in Research
Information to Consider Before Taking Part in this Research Study
Study Title: Parents Perception of Family Quality of Life Raising a Child with Autism
Spectrum Disorder in The Bahamas
Pro # Pro00033644

Overview: You are being asked to take part in a research study. The information in this
document should help you to decide. The sections in this Overview provide the basic
information about the study.
Study Staff: This study is being led by Sharlene Smith, who is a Doctoral Candidate at the
University of South Florida in the Department of Leadership, Counseling, Adult, Career &
Higher Education. This person is called the Principal Investigator. She is being guided in
this research by Dr. William Young. Other approved research staff may act on behalf of the
Principal Investigator.
Study Details: This study is being conducted at the University of South Florida. The purpose
of the study is to identify parent perceptions of the quality of life for a family raising a child
with autism spectrum disorder (ASD) in The Bahamas. Your participation will require 15-20
minutes of your time.
Participants: Parents of children between the ages of 3 to 17 years old diagnosed with autism
spectrum disorder living in The Bahamas. “Parent” can include a father, mother, or
grandparent, and relationships by birth, adoption, or marriage to a child’s parent (i.e.,
stepparent relationships or in-law relationships).
Voluntary Participation: Your participation is voluntary. You do not have to participate and
may stop your participation at any time. If you decide not to participate or stop your
participation, there will be no penalties or loss of benefits or opportunities.
Benefits, Risk, and Compensation: We do not know if you will receive any benefit from
your participation. There is no cost to participate. While the study carries no compensation,
you will have the opportunity to enter a raffle for one of ten gift cards worth $10 each. This
research is considered to be minimal risk. Minimum risk means that study risks are the same
as the risks you face in daily life.
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Confidentiality: Even if we publish the findings from this study, we will keep your study
information private and confidential. Anyone with the authority to look at your records must
keep them confidential.

Why are you being asked to take part?
We are asking you to take part in this research study because you are a parent of a child between
the ages of 3 to 17 years old diagnosed with autism spectrum disorder living in The Bahamas.

Study Procedures
If you take part in this study, you will be asked to complete an electronic survey assessing your
perception of the quality of life for your family raising a child with autism spectrum disorder
(ASD) in The Bahamas. If you complete the electronic survey you will be asked to waive a
signed informed consent form and would be provided with an Informed Consent document to
participate in the research. The data will be collected anonymously, and no identifiable personal
information would be collected to identify you. Also, for confidentiality purposes, the online
survey data will be secured on a password accessible computer that is only accessible by the
researcher. Completing the survey questions should take approximately 15-20 minutes.

Risks
This research is considered minimal risk.

Compensation
While the study carries no compensation, you will have the opportunity to enter a raffle for one
of ten gift cards worth $10 each.

Privacy and Confidentiality
We must keep your study records as confidential as possible. It is possible, although unlikely,
that unauthorized individuals could gain access to your responses because you are responding
online.
Certain people may need to see your study records. By law, anyone who looks at your records
must keep them completely confidential. The only people who will be allowed to see these
records are:
• Principal Investigator
• Research team
• Advising professor
• The University of South Florida Institutional Review Board (IRB)
It is possible, although unlikely, that unauthorized individuals could gain access to your
responses. Confidentiality will be maintained to the degree permitted by the technology used.
No guarantees can be made regarding the interception of data sent via the Internet. However,
your participation in this online survey involves risks similar to a person’s everyday use of the
Internet. If you complete and submit an anonymous survey and later request your data be
withdrawn, this may or may not be possible as the researcher may be unable to extract
anonymous data from the database.
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Contact Information
If you have any questions about your rights as a research participant, please contact the USF IRB
at (813) 974-5638 or by email at RSCH-IRB@usf.edu. If you have questions regarding the
research, please contact the Principal Investigator at sharlene1@mail.usf.edu or (813) 997-8728.
We may publish what we learn from this study. If we do, we will not let anyone know your
name. We will not publish anything that would let people know who you are. You can print a
copy of this consent form for your records.
I freely give my consent to take part in this study. I understand that by proceeding with this
survey that I am agreeing to take part in research and I am 18 years of age or older.
https://goo.gl/forms/PBlTxfUiZy3JH7Rn2
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Appendix B
Demographic Information

Please answer these questions about yourself
Relationship to child (select): Mother __ / Father __ / Grandparent ___/ Other _____
Parent’s ethnicity: Please select one
[]

Black/Bahamian

[]

White/Bahamian

[]

Other ________________

Marital Status:
___ Married ___ Divorced
Family Income:
__ $10,000 – 19,000
__ $30,000 – 39,999
__ $50,000 – 59,999
__ $70,000 – 79,999
__ $90,000 – 99,999
__ $150,000+

___ Not married but living together ___ Single

___ $20,000 – 29,999
___ $40,000 – 49,999
___ $60,000 – 69,999
___ $80,000 – 89,999
___ $100,000 – 149,999

Father/guardian’s Education:
____ Elementary grades
____ 7-9 grades
____ 10-12 grades
____ Trade School
____ Associate Degree
____ Bachelor’s Degree
____ Graduate/Professional degree

Mother/guardian’s Education:
_____ Elementary grades
_____ 7-9 grades
_____ 10-12 grades
_____ Trade School
_____ Associate Degree
_____ Bachelor’s Degree
_____ Graduate/Professional degree

Child’s age in years: (as of last birthday) _________________
Child’s gender: (check one) Male ___ / Female ____
Child’s medical diagnosis: Please select one
[]
[]
[]
[]

Autism/Autistic Disorder
Asperger’s Syndrome
Pervasive Developmental Disorder – Not Otherwise Specified
Other _______________
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How would you classify your child’s degree of severity of autism?
Mild [ ]

Moderate [ ]

Severe [ ]

Has your child being diagnosed by a medical doctor or psychologist? Yes [ ]

No [ ]

How many children are in your family (including the child with ASD) ______?
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Appendix C
Family Quality of Life Survey
All the information you provide is confidential. Your name will not be attached to any of the
information you provide. It is important that you answer as many questions as you can, but
please feel free to skip those questions that make you feel uncomfortable. (Family members
include those who live in the household).
Please indicate how much you agree with the following statements:

My family enjoys
spending time together.
My family members
talks openly with each
other.
My family solves
problem together.

Strongly
Disagree

Disagree

Agree

Strongly
Agree

()

()

()

()

()

()

()

()

()

()

()

()

My family members
show that they love
and care for each other.

()

()

()

()

My family is able to
handle life’s up and
downs.

()

()

()

()

Please indicate how much you agree with the following statements:
Strongly
Disagree

Disagree

Agree

Strongly
Agree

Family members help the
children learn to be
independent.

()

()

()

()

Family members help the
children with school work
and activities.

()

()

()

()

Strongly

Disagree

Agree

Strongly
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Disagree

Agree

Family members teach the
children how to get along
with others.

()

()

()

()

Adults in my family
knows other people in
the children’s lives
(i.e. friends, teachers).

()

()

()

()

Adults in my family
have time to take care
of the individual needs
of every child.

()

()

()

()

Please indicate how much you agree with the following statements:
Strongly
Disagree

Disagree

Agree

Strongly
Agree

My family has the support
we need to relieve stress

()

()

()

()

My family members have
friends or others who
provide support.

()

()

()

()

My family members have
some time to pursue their
own interests.

()

()

()

()

My family has outside
help available to us to
take care of special
needs of all family
members.

()

()

()

()
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Please indicate how much you agree with the following statements
Strongly
Disagree

Disagree

Agree

Strongly
Agree

My family members
have transportation to
get to the places they
need to be.

()

()

()

()

My family gets dental
care when needed.

()

()

()

()

My family gets medical
care when needed.

()

()

()

()

My family has a way to
take care of our expenses.

()

()

()

()

My family feels safe
at home, work, school
and in our neighborhood.

()

()

()

()

Please indicate how much you agree with the following statements:
Strongly
Disagree

Disagree

Agree

Strongly
Agree

My family member
with special needs has
support to make progress
at school or workplace.

()

()

()

()

My family member with
special needs has support
to make progress at home.

()

()

()

()

My family member with
special needs has support
to make friends.

()

()

()

()
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My family has a good
relationship with the
service providers who
work with our family
member with a
disability.

()

()

()

()

Please answer the following questions:
1. What kinds of resources do you receive to support your child or family member
with autism spectrum disorder (ASD)? (Resources include educational
information, or training workshop)

2. What types of intervention/therapy services your child with autism spectrum
disorder receive? (Intervention/therapy services include applied behavioral
analysis (APA), occupational therapy, speech therapy, or others).

3. If you are paying out of pocket, in what ways has your family been impacted by
paying for services for your child?

4. What have been your experiences seeking resources or intervention services for
your child?

124

Appendix D

125

126

Appendix E
Email Request for Permission to use Beach Center on Disability Family Quality of Life
Instrument

Re: Beach Center on Disability Family Quality of Life Instrument
Sharlene Smith <sharlene1@mail.usf.edu> Fri, Oct 6, 2017 at 12:29 PM To: lois@ku.edu

Hi Lois,

Regarding our telephone conversation pertaining to the subject, I would like to request
permission to use the Family Quality of Life Instrument for my dissertation.
Thank you for your kind assistance and have a wonderful day!

Sincerely,

Sharlene Smith
Doctoral Candidate, Adult Education
Department of Leadership, Adult, Career, & Higher Education
University of South Florida
Tampa, Florida

Weldon, Lois A. <lois@ku.edu> Fri, Oct 6, 2017 at 12:36 PM To: Sharlene Smith
<sharlene1@mail.usf.edu>
127

Dear Sharlene,

Thank you for being in contact with us and for your interest in our Family Quality of Life
Instrument. You have our permission to use this instrument for your dissertation.

Best of luck to you.
Sincerely,

Lois
Lois Weldon
Administrative Associate Senior
Beach Center on Disability
1200 Sunnyside Avenue
3111 Haworth Hall
Lawrence, KS 66045
Ph: 785-864-7611
Fax: 785-864-5825
From: Sharlene Smith [mailto:sharlene1@mail.usf.edu] Sent: Friday, October 6, 2017 11:29 AM
To: Weldon, Lois A. <lois@ku.edu> Subject: Beach Center on Disability Family Quality of Life
Instrument

Sharlene Smith <sharlene1@mail.usf.edu> Fri, Oct 6, 2017 at 7:20 PM To: "Weldon, Lois A."
<lois@ku.edu>
Thank you very much!
Regards,
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Appendix F
Email to Professional Contacts

Dear XXX:
Re: Research Study - “Parents Perception of Family Quality of Life Raising
a Child with Autism Spectrum Disorder in The Bahamas

My name is Sharlene Smith, and I am a doctoral candidate at the University of South, and a
Bahamian parent of a child with autism spectrum disorder. I am completing my dissertation and
conducting a research on parents’ perception of family quality of life raising a child with autism
spectrum disorder in The Bahamas. Therefore, I seek your kind assistance in forwarding my
survey link to parents with a child with autism spectrum disorder living in The Bahamas who are
associated with your organization. The Informed Consent to participate in the research and
information about the research study are at the beginning of the survey and gives participants an
opportunity to decide whether they wish to participate in the study. The survey should not take
more than 15-20 minutes to complete.
I would greatly appreciate your kind assistance in forwarding the survey link to those parents on
your contact list, who may a child with autism spectrum disorder.
Thank you for your kind assistance. The survey link is: https://goo.gl/forms/3UGhSmBhaSolnnSS2
For further information, you may contact me at sharlene1@mail.usf.edu or 813-XXX-XXXX or
242-XXX-XXXX.
Sincerely,
Sharlene Smith
Sharlene Smith, M.A.
Doctoral Candidate
Adult Educator and Autism Specialist
Department of Leadership, Counseling, Adult, Career & Higher Education
University of South Florida
Tampa, Florida
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